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To; U.S. House Subcommittee on Labor, HHS, Education and Related Agencies Appropriations 

From: AcademyHealth, 1150 17“' Street NW Suite 600, Washington DC 20036 

Re: FY 2013 Funding for Health Services Research and Health Data at AHRQ, CDC, CMS, NIH 


AcademyHealth is pleased to offer this testimony regarding the role of health services 
research in improving our nation’s health and the performance of the health care and public 
health systems. AcademyHealth’s mission is to support research that leads to accessible, high 
value, high-quality health care, reduces disparities, and improves health. We represent the 
interests of more than 4,000 scientists and policy experts and 160 organizations that produce and 
use research to improve health and health care. We advocate for the funding to support health 
services research; a robust environment to produce this research; and its more widespread 
dissemination and use. 

Health services research studies how to make the health care and public health systems work 
better and deliver improved outcomes for more people, at greater value. These scientific findings 
improve health systems by informing patient and health care provider choices; enhancing the 
quality, efficiency, and value of the care patients receive; improving patients’ access to care, and 
supporting efficient community wide systems. Health services research both uncovers critical 
challenges confirming our nation’s health care system, and seeks ways to address them. 

Finding new ways to get the most out of every health care dollar is critical to our nation’s 
long-term fiscal health. Like any corporation making sure it is developing and providing high 
quality products, the federal government has a responsibility to get the most value out of every 
taxpayer dollar it spends on federal health programs, including Medicare, Medicaid, Children’s 
Health Insurance Program, and veterans’ and service members’ health. 
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Funding for research on the quality, value, and organization of the health system will deliver 
real savings for the federal government, employers, insurers, and consumers. Research into the 
merits of different policy options for delivery system transformation, patient-centered quality 
improvement, community health, and disease prevention offers policymakers in both the public 
and private sectors the information they need to improve quality and outcomes, identify waste, 
eliminate fraud, increase efficiency and value, and promote personal choice. 

Despite the positive impact health services research has had on the U.S, health care system, 
and the potential for future improvements in quality and value, the United States spends less than 
one cent of every health care dollar on this research; research that can help Americans spend 
their health care dollars more wisely and make more informed health care choices. 

AcademyHealth greatly appreciates the subcommittee’s historic efforts to increase the federal 
investment in health services research. We respectfully ask that the subcommittee further 
strengthen the capacity of health services research to address the pressing challenges America 
faces in providing access to high-quality, efficient care. The following list summarizes 
AcademyHealth’s FY 2013 funding recommendations for agencies that support health services 
research and health data under the subcommittee’s jurisdiction. 

Agency for Healthcare Research and Quality 
AHRQ funds health services research and health care improvement programs that are 
transforming people’s health in communities in every state around the nation. The science 
funded by AHRQ provides consumers and their health care professionals with valuable evidence 
to make the right health care decisions for themselves and their families. AHRQ’s research also 
provides the basis for protocols that prevent medical errors and reduce hospital-acquired 
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infections, and improve patient confidence, experiences, and outcomes in hospitals, clinics, and 
physician offices. 

AcademyHealth joins the Friends of AHRQ — ^an alliance of more than 250 health 
professional, research, consumer, and employer organizations that support the agency— in 
recommending an overall funding level of $400 million in base discretionary funding for AHRQ 
inFY 2013. 

In light of the need for increased funding of health services research, AcademyHealth is 
concerned about the president’s use of the Patient-Centered Outcomes Research (PCOR) Trust 
Fund transfer to supplant AHRQ’s discretionary budget. The PCOR Trust Fund transfer was 
intended to supplement AHRQ’s base discretionary budget. In the president’s FY 2013 budget 
request, however, $62 million from the PCOR Fund transfer is used to supplant AHRQ’s existing 
programs. This de facto 10 percent funding cut further compromises AHRQ’s ability to achieve 
its statutory mission: generating the broad evidence base on health care quality, costs, and access 
necessary to build a high-quality, high-value health care system. 

Centers for Disease Control and Prevention 

The National Center for Health Statistics (NCHS) is the nation’s principal health statistics 
agency. Housed within the Centers for Disease Control and Prevention (CDC), it provides 
critical data on all aspects of our health care system through data cooperatives and surveys that 
serve as a gold standard for data collection around the world. AcademyHealth appreciates the 
subcommittee’s leadership in securing steady and sustained funding increases for NCHS in 
recent years. Such efforts have allowed NCHS to reinstate some data collection and quality 
control efforts, continue the collection of vital statistics, and enhanced the agency’s ability to 
modernize surveys to reflect changes in demography, geography, and health delivery. 
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We join the Friends of NCHS — a coalition of more than 250 health professional, 
research, consumer, industry, and employer organizations that support the agency — in endorsing 
the president’s FY 2013 request of $162 million in base discretionary funding , to build on your 
previous investments and put the ^ency on track to become a fully functioning, 21®‘ Century, 
national statistical agency. 

The Affordable Care Act recognizes the need for linking the medical care and public 
health delivery systems by authorizing a new CDC research program to identify effective 
strategies for organizing, financing, and delivering public health services in real-world 
community settings. AcademyHealth joins the CDC Coalition in seeking $7.8 billion for CDC in 
FY 2013. and seeks new funding for Public Health Services and Systems Research. 

National Institutes of Health 

NIH spends approximately $1 billion on health services research annually — roughly 3 
percent of its entire budget— making it the largest federal sponsor of health services research. 

We join the Ad Hoc Group for Medical Research in seeking at least $32 billion for NIH in FY 
2013 . This funding recommendation represents the minimum investment necessary to avoid 
further loss of promising research and at the same time allows the NlH’s budget to keep pace 
with biomedical inflation. AcademyHealth believes that NIH should increase the proportion of 
its overall funding that goes to health services research to ensure that discoveries from clinical 
trials are effectively translated into health services. We also encourage NIH to foster greater 
coordination of its health services research investment across its institutes, and to sustain 
investment in its Clinical and Translational Science Awards (CTSA) as the agency transitions to 
its new National Center for Advancing Translational Sciences (NCATS). The CTSA program 
enables innovative research teams to speed discovery and advance science aimed at improving 
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our nation's health. The program encourages collaboration in solving complex health and 
research challenges and finding ways to turn their discoveries into practical solutions for 
patients. 

Centers for Medicare and Medicaid Services 

Steady funding decreases for the Office of Research, Development and Information have 
hindered CMS’s ability to meet its statutory requirements and conduct new research to 
strengthen public insurance programs, which together cover nearly 100 million Americans and 
comprise 45 percent of America’s total health expenditures. As these federal entitlement 
programs continue to pose significant budget challenges for both federal and state governments, 
it is critical that we adequately fund research to evaluate the programs’ efficiency and 
effectiveness and seek ways to manage their projected spending growth. AcademyHealth 
supports CMS’s discretionary research and development budget to improve the effectiveness and 
efficiency of these programs. 

In conclusion, the accomplishments of health services research would not be possible 
without the leadership and support of this subcommittee. We urge the subcommittee to accept 
our FY 2013 flmding recommendations for the federal agencies funding health services research 
and health data. 

If you have questions or comments about this testimony, please contact Emily 
Holubowich, at 202.484.1 100 or eholubowich@dc-crd.com. 
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The Ad Hoc Group for Medical Research 

statement by the Ad Hoc Group for Medical Research on 
FY 2013 Appropriations for the National Institutes of Health 
submitted, March 29, 2012, for the record to the 
Subcommittee on Labor, Health and Human Services, Education and Related Agencies 
Committee on Appropriations, United States House of Representatives 

The Ad Hoc Group for Medical Research is a coalition of more than 300 patient and voluntary health 

groups, medical and scientific societies, academic and research organizations, and industry. We 

appreciate the opportunity to submit this statement in support of enhancing the federal investment in 

biomedical, behavioral, and population-based research conducted and supported by the National Institutes 

of Health (NIH). 

We are deeply grateful to the Subcommittee for its long-standing and bipartisan leadership in support of 
NIH. These are difficult times for our nation and for people all around the globe, but science and 
innovation are the key to a better fiiture. To ensure continued improvement of our nation’s health and to 
sustain our global leadership in medical research, the Ad Hoc Group for Medical Research recommends 
at least $32 billion for NIH in fiscal year (FY) 2013. 

NDH: A Public-Private Partnership to Save Lives and Provide Hope 

The partnership between NIH and America’s scientists, medical schools, teaching hospitals, universities, 
and research institutions is a unique and highly-productive relationship, leveraging the full strength of our 
nation’s research enterprise to foster discovery, improve our understanding of the underlying cause of 
disease, and develop the next generation of medical advancements. More than 83 percent of NIH research 
funding is atvarded to more than 3,000 research institutions located in every state. These are funded 
through almost 50,000 competitive, peer-reviewed grants and contracts to more than 350,000 researchers. 

Research funded by NIH has contributed to nearly every medical treatment, diagnostic tool, and medical 
device developed in modem history, and we are all enjoying longer, healthier lives thanks to the federal 
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government’s wise investment in this lifesaving agency. From the major advances - including a nearly 70 
percent reduction in the death rate for coronary heart disease and stroke - to moving stories of 
personali 2 ed medicine - such as children with rare diseases like dopa-responsive dystopia, whose 
prognosis has been transformed from severely disabled to happy and healthy through genomic medicine - 
NH’s role in improving human health has been extraordinary. For example: 

• Between 1990 and 2007, death rates in the U.S. for all cancers combined decreased by 22 percent 
for men and 14 percent for women, resulting in 898,000 fewer deaths from the disease during this 
time period; 

• Genomic advances have led us to the brink of approval for a new drug for cystic fibrosis, which 
tragically affects 30,000 Americans, whose current average life expectancy is only 37 years; 

• Remarkable breakthroughs in HIV/AIDS announced within the past year have put the possibility 
of an AIDS-free world within sight; and 

• We are within reach of a universal influenza vaccine, eliminating the need for annual flu shots. 

NIH research impacts the full spectrum of the human experience, resulting in a 40 percent decline in 
infant mortality over the past 20 years, as well as a 30 percent decrease in chronic disability among 
seniors. For patients and their families, the scientific opportunities addressed by NIH provide hope. 

NIH is the world’s premiere supporter of peer-reviewed, investigator-initiated basic research. This 
fundamental understanding of how disease works and insight into the cellular, molecular, and genetic 
processes underlying life itself, including the impact of social environment on these processes, underpin 
our ability to conquer devastating illnesses. The application of the results of basic research to the 
detection, diagnosis, treatment, and prevention of disease is the ultimate goal of medical research. 
Ensuring a steady pipeline of basic research discoveries while also supportii^ the translational efforts 
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absolutely necessary to bring the promise of this knowledge to fruition requires a sustained 
investment in NIH. 

NIH Supports Jobs, the Economy, and Innovation 

The research supported by NIH drives not only medical progress but also local and national economic 
activity, creating skilled, high-paying jobs and fostering new products and industries. A report released 
this month by United for Medical Research showed NIH directly and indirectly supported more than 
432,000 jobs nationwide, while generating $62. 1 billion in new economic activity. Another report, 
produced by Tripp Umbach, calculated a $2.60 return on investment for every dollar spent on research at 
American medical schools and teaching hospitals. 

At the same time, the private sector depends on the basic research funded by NIH to fuel the next 
generation of drugs, diagnostics, and devices. Chris Viehbacher, CEO of Sanofi, recently warned of the 
negative impact on the drug industry that withdrawal of support for NIH would have, saying, “I don’t 
diink there’s enough appreciation in the United States about what a jewel the NIH is. It’s fundamentally 
important to health everywhere in the world that the NIH be properly funded.” 

NIH also plays a significant role in supporting the next generation of innovators, the young and talented 
scientists and physicians who will be responsible for the breakthroughs of tomorrow. As competition for 
NIH grant funding teaches historically high levels, there is a real and present danger of losing our best 
and brightest minds at a time when scientific opportunity has never been better. Only with an increase in 
funding can NIH continue to attract the highest quality research talent from all over the world. The 
challenges of maintaining a cadre of physician-scientists to facilitate translation of basic research to 
human medicine, ensuring a biomedical workforce that reflects the racial and gender diversity of our 
citizenry, and maximizing our nation’s human capital to solve our most pressing health problems will 
only be addressed through continued support of NIH. 
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NIH is Critical to U.S. Competitiveness 

While the U.S. maintains our preeminence in biomedical research, we must not take for granted the 
agency that established us as the world life sciences leader. Even as we have seen NIH’s budget 
eroded by inflation - with a purchasing power 20 percent lower than it was in FY 2003 - other 
nations have emulated our example and begun to invest in what can only be described as a life 
science revolution. A 201 1 report by the Milken Institute warned that the U.S. was beginning to lose 
its competitive edge in the biomedical sciences, stating, “Europe and Japan are working to close the 
gap, while China, India, and Singapore have made impressive strides. . .These efforts are part of 
larger economic development plans that increasingly focus on cultivating biomedical innovation for 
its economic contributions and high- wage jobs.” To illustrate this, a single Chinese company, BGI 
(formerly the Beijing Genomics Institute) has recently acquired more genomic sequencing capacity 
in terms of machines and people than the entire U.S. sequencing capacity combined. 

In the past six months alone, we have heard ambitious pledges from India, the European Union, 
Russia, and China to commit substantial funding to research, even as the world struggles to recover 
from unprecedented fiscal challenges. Talented medical researchers from all over the world, who 
once flocked to the U.S. for training and stayed to contribute to our irmovation-driven economy, are 
now returning to better opportunities in their home countries. 

According to a new national public opinion poll commissioned by Research! America, more than half 
of likely voters doubt that the United States will be the world leader in science, technology, and 
health care by the year 2020. The findings reveal deep concerns among Americans about the 
country’s ability to maintain its world-class status in irmovation, research and development before the 


next decade. 
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We cannot afford to lose that intellectual capacity, much less the jobs and industries fueled by 
medical research. The U.S. has been the leader in medical research because of bipartisan recognition 
of the critical role played by NIH. To maintain our dominance, we must reaffirm this commitment to 
provide NIH the funds needed to maintain our competitive edge. 

NIH: A Priority in Challen^g Times 

The Ad Hoc Group’s funding recommendation represents the minimum investment necessary to 
avoid further loss of promising research and at the same time allows the NIH’ s budget to keep pace 
with biomedictd inflation. Even before adjusting for inflation, enacted spending bills in recent years 
have imposed cuts on the NIH budget and the agency can now fund only one in six highly 
meritorious grant applications it receives — the lowest in history. Accordingly, NlH’s ability to 
sustain cunent research capacity and encourage promising new areas of science is significantly 
limited. More distressing, the looming sequestration mandated by the Budget Control Act threatens 
to continue this trend with further cuts estimated between 7 and 10 percent in FY 2013 alone. 

We recognize the tremendous challenges facing our nation’s economy and acknowledge the difficult 
decisions that must be made to restore our country’s fiscal health. Nevertheless, we believe strongly 
that NIH is part of the solution to the nation’s economic restoration, and we are thankful that the 
Subcommittee has recognized that role in its past support. Strengthening our commitment to medical 
research, through funding NIH, is a critical element in ensuring the health and well-being of the 
American people and our economy. 

Therefore, the Ad Hoc Group for Medical Research respectfully requests that NIH be recognized as 
an urgent national priority as the Subcommittee prepares the FY 2013 appropriations bill. 
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STATEMENT ON AMYLOIDOSIS 
BY 

ANN D. PEEL 

PRIVATE CITIZEN, BETHESDA, MARYLAND 
SUBMITTED TO 

THE SUBCOMMITTEE ON LABOR, HEALTH AND HUMAN SERVICES, 
EDUCATION AND RELATED AGENCIES 
COMMITTEE ON APPROPRIATIONS 
U.S. HOUSE OF REPRESENTATIVES 
March 29, 2012 


Mr. Chairman, 

I appreciate the opportunity to submit testimony to the Committee on the life-threatening 
disease amyloidosis. I ask that you continue to include language in the Committee’s report for 
fiscal year 2013 drawing attention to amyloidosis. 

In previous testimony before this Committee, I described my efforts to combat the life- 
threatening disease primary amyloidosis. I have obtained treatment for amyloidosis and am in 
remission. Now I want to devote time to use my experience to help others. 

Amyloidosis, which is often fatal, leads to heart, kidney, liver and other organ failxire. 
Amyloidosis can literally kill people before they know what hit them. Left untreated, there is an 
average survival from the time of diagnosis of about 15 months. 


1 
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Thousands of people die because they were diagnosed too late to obtain effective 
treatment. Thousands of others die never knowing they had amyloidosis. The small number of 
those with amyloidosis who are able to obtain treatment face the challenges of high dose 
chemotherapy and stem cell replacement or organ transplantation. 

Less than one percent of the U. S. population has been identified to have this disease. 
Many feel that the disease is vastly underdiagnosed, especially in the African-American 
community. 

AMYLOIDOSIS 

Amyloidosis occurs when cells malfunction and produce proteins that deposit in organs, 
such as the heart, kidney and liver. These misfolded proteins clog the organs until they no longer 
are able to flmction — sometimes at a very rapid pace. 

In addition to primary amyloidosis, there are also cases of inherited or familial 
amyloidosis and secondary or reactive amyloidosis. All three types of amyloidosis, left 
undiagnosed or untreated, are fatal. 

There is no explanation for how or why amyloidosis develops and there is no known 

cure. 

AMYLOIDOSIS TREATMENT 

Boston University School of Medicine and other centers for amyloidosis treatment have 
found that high dose intravenous chemotherapy followed by stem cell replacement, or rescue, is 
an effective treatment in many patients. Abnormal bone marrow cells are killed through high 
dose chemotherapy and the patient’s own extracted blood stem cells are replaced in order to 
improve the recovery process. 

I am part of a clinical trial and have gone through this procedure twice. 
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The high dose chemotherapy and stem cell rescue and other new drugs have increased the 
remission rate and long term survival dramatically. However, many patients with these diseases 
still die from them. 

RESEARCH, DIAGNOSIS AND TREATMENT 

Researchers are poised to begin to develop targeted treatments that will specifically 
attack the amyloid proteins. Additional fimding for research and equipment is needed to 
accomplish this task. Only through more research is there hope of further increasing the survival 
rate and finding treatments to help more patients. 

Timely diagnosis is also of great concern. Although I was diagnosed at a very early stage 
of the disease, many people are diagnosed after the point that they are physically able to 
undertake treatment. 

Early treatment is the key to success. More needs to be done in this area to alert health 
professionals to identify this disease. 

CURRENT INITIATIVES 

Through the leadership of this Committee and the further involvement of the U. S. 
Government, a number of positive developments have occurred. 

• The National Institutes of Health has substantially increased its interest in amyloidosis. 
The NIH participates in meetings and symposiums and works closely with organizations 
doing research and outreach on amyloidosis. 

• There has been increased basic and clinical research at the Boston University Amyloid 
Treatment and Research Program: a model for the disease is under development; factors 
that cause protein misfolding are being identified; and new clinical trials are underway. 
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• Increased Federal fimding for research, equipment and treatment has been another 
important element. This is essential to speed the pace of discovery for basic research. 

REQUEST FOR FISCAL YEAR 2013 

Mr. Chairman, I ask that the Committee take the following actions to help address this 
deadly disease. 

• First, include language in your report identifying amyloidosis as an important concern 
and encouraging more research to find a cure. 

• Second, continue to encourage the Centers for Disease Control and the National Institutes 
of Health to educate the American public and medical profession on the need to diagnose 
this disease at an early stage. 

The United States Congress and the Executive branch working together are essential to 
finding a cure for and alerting people to this terrible disease. 

I ask for your support in helping me turn what has been my own life-threateiting 
experience into hope for others. 

Thank you for your consideration. 
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March 29, 2012 


Written Statement of 
The aids Institute 

TO THE Subcommittee on Labor, Health and human services, Education, 

AND Related agencies 
House Committee on Appropriations 

Dear Chairman Rehberg and Members of the Subcommittee: 

The AIDS Institute, a national public policy research, advocacy, and education organization, is 
pleased to comment in support of critical HIV/AIDS and Hepatitis programs as part of the 
FY2013 Labor, Health and Human Services, Education and Related Agencies appropriation 
measure. We thank you for supporting these programs over the years, and hope you will do your 
best to adequately fund them in the future in order to provide for and protect the health of many 
Americans. 

HIV/AIDS 

HIV/AIDS remains one of the world’s worst health pandemics. According to the CDC, over 
620,000 people have died of AIDS and there are 50,000 new infections each year in the U.S. 
alone. An all-time high of approximately 1.2 million people in the U.S. are living with 
HIV/AIDS. Persons of minority races and ethnicities are disproportionately affected by 
HIV/AIDS. African Americans, who make up 14% of the population, account for half of the 
HIV/AIDS cases. HIV/AIDS disproportionately affects low income people with nearly 90% of 
those infected rely on publicly funded health care. 

The U.S. government has played a leading role in fighting HIV/AIDS, both here and abroad. The 
vast majority of the discretionary programs supporting domestic HIV/AIDS efforts are funded 
through your Subconunittee. The AIDS Institute, working in coalition v«th others, has developed 
fimding request numbers for each of these programs. We ask that you do your best to adequately 
fund them at the requested level. 

We are keenly aware of current budget constraints and competing interests for limited dollars, 
but programs that prevent and treat HIV are inherently in the federal interest as they protect the 
public health against a highly infectious virus. If left untreated it will certainly lead to increased 
infections and deaths. 

National HIV/AIDS Strategy 

The Obama Administration is implementing a comprehensive National HIV/AIDS Strategy 
(NHAS) that seeks to reduce new HIV infections, increase access to care and improve health 
outcomes for people living with HIV, as well as reduce HIV-related health disparities. The 
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Strategy sets ambitious goals to be met by 2015 and seeks a more coordinated national response 
with a focus on communities where HIV is most prevalent and on programs that work. In order 
to attain the goals, additional investment in key areas will be needed and health reform must be 
implemented. 

The AIDS Institute strongly supports the changes the Administration has made in order to better 
focus limited dollars, including distributing CDC prevention dollars to cities and states based on 
the number of HIV cases. As described below, we also support its proposed funding increases at 
the CDC for HIV prevention and in the Ryan White Program for care and treatment. 

Centers for Disease Control and Prevenrion-HIV Prevention and Research 

FY2012: $786.2 million 

FY20 1 3 Community Request: $ 1 ,3 1 1 .2 million 

The U.S. allocates only 3% of its domestic HIV/AIDS spending on prevention. Investing in 
prevention today will save money tomorrow. Preventing one infection will save approximately 
$355,000 in future lifetime medical costs. Preventing all the new 50,000 cases in just one year 
would translate into an astounding $18 billion in lifetime medical costs. 

The CDC is focused on carrying out several goals of the NHAS by 2015. Specifically, 1) 
lowering the annual number of new infections by 25%; 2) reducing the HIV transmission rate by 
30%; and 3) increasing fi'om 79 to 90 the percentage of people living with HIV who know their 
serostatus. In order to address the specific needs of affected populations and the increased 
number of people living with HIV, CDC needs additional funding. 

While it is estimated that an increase of over $500 million would be needed to achieve the goals 
of the NHAS, The AIDS Institute supports an increase of at least $40.2 million over FY12, as 
proposed by the President. 

With this funding, the CDC will be able to implement its new, high-impact approach to HIV 
prevention that is designed to advance the prevention goals of the NHAS and maximize the 
effectiveness of current HIV prevention methods. This approach is based on the use of 
combinations of scientifically proven, cost-effective, and scalable interventions that are directed 
to the right populations in the right geographic areas. CDC will continue to fund health 
departments to improve linkage to and retention in care, prevention services, and surveillance 
activities. Funds will expand HIV testing with the goal of identifying previously unrecognized 
HIV infections. 

Included in the President’s CDC HIV budget proposal is $10 million to restore a cut to HIV 
Division of Adolescent and School Health (DASH) programs. The FY12 cut amounted to a loss 
of 25% of its budget. The CDC reports that young people aged 1 3-29 accounted for 39% of all 
new HIV infections in 2009. The AIDS Institute strongly supports the restoration of these funds. 

Rvan White HIV/AIDS Programs 

FY2012; $2,392.2 million 

FY2013 Community Request: $2,875.0 million 
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The centerpiece of the government’s response to caring for and treating low-income people with 
HIV/AIDS is the Ryan White HIV/AIDS Program. Ryan White currently serves 577,000 low- 
income, uninsured, and underinsured people. In FY12, all but one part of the Program 
experienced cuts in appropriated dollars. This is occurring at a time of increased need and 
demands. Consider the following: 

1) Caseloads are increasing. People with HIV are living longer due to lifesaving medications, 
and each year there are 50,000 new infections with increased testing programs identifying 
thousands of new people infected with HIV. As unemployment rates climb, people are losing 
their employer-sponsored health coverage and Medicaid is under threat at both the state and 
federal levels, placing further pressure on the Ryan White Program. 

2) It has long been known that treatment is beneficial and greatly improves health outcomes, but 
recent research has proven that treatment is also prevention. In 201 1, a landmark study by the 
HIV Prevention Trials Network found that successful anti-retroviral treatment of HIV reduced 
the risk of transmitting the virus to others by up to 96%. This finding was heralded as the 201 1 
scientific breakthrough of the year by Science magazine. 

3) There are significant numbers of people with HIV in the U.S. who are not in care and 
receiving life-saving AIDS medications. Recent analysis by the CDC reveals that only 41% of 
the 1 .2 million people living with HIV in the U.S. are retained in HIV care and only 28% have a 
suppressed viral load. 

Specifically, The AIDS Institute requests the following funding levels for each part of the Ryan 
'V^te Program: 

Part A provides medical care and vital support services for persons living with HIV/AIDS in the 
metropolitan areas most affected by HIV/AIDS. We request an increase of $1 18.2 million, for a 
total of $789.5 million. 

Part B Base provides essential services including diagnostic, viral load testing and viral 
resistance monitoring, and HIV care to all 50 states, DC, Puerto Rico, and the territories. We are 
requesting an $80.7 million increase, for a total of $502.9 million. 

The AIDS Drug Assistance Program (ADAP) provides life-saving HIV drug treatment to over 
209,000 people, or about 46% of the HIV positive people in care in the U.S. The majority of 
whom are people of color (65%) and very poor (75% are at or below 200% of the federal poverty 
level). ADAPs are experiencing unprecedented growth due to people living longer, new 
infections and increased testing programs, and people losing their health insurance. Over the 
course of FYl 1 , HRSA reports that nearly 1 5,000 new people were added to the program. 

At the same time, state budgets have been stretched and the federal contribution to the program 
as a percentage of the whole has dropped resulting in a crisis situation. According to NASTAD’s 
recent annual ADAP monitoring report, state funding for ADAPs increased 61% in FYl 0 to a 
total of $346 million, and drug company rebates grew 6% to $523 million. At the same time, the 
federal share of the ADAP budget has decreased. 
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Because of a lack of fimding, there are currently 3,557 people in eleven states on waiting lists, 
thousands more have been removed from the program due to lowered eligibility requirements, 
and drag formularies have been reduced. The AIDS Institute is very appreciative of the $15 
million increase to ADAP in FY12, but it is far from what is currently required to meet the 
growing number of people needing ADAP medications in the coming year. 

Recognizing the current ADAP crisis, on World AIDS Day, December 1, 201 1, President Obama 
announced a transfer of $35 million from existing health programs to ADAP in order to address 
the long waiting lists and other cost containment measures. Flowing the importance of 
continuing medications to those who begin treatment, the President is proposing to continue that 
funding into FY13 as part of his budget. He is also requesting an increase of $66.7 million for a 
total of $1 billion for ADAP. While this is still short of the actual need of $1,123.3 million. The 
AIDS Institute strongly supports this increase. 

Part C provides early medical intervention and other supportive services to 255,000 people at 
345 directly funded clinics. Recognizing the shortage of resources for providing healA care, on 
World AIDS Day 201 1, President Obama redirected $15 million to Part C Programs. As part of 
his FY13 budget, the President is requesting to continue this funding and increase it by $15 
million. While still short of the actual total need of $286 million. The AIDS Institute supports 
this request. 

Part D provides care to over 90,000 women, children, youth, and families living with and 
affected by HIV/AIDS at 700 sites. This family-center^ care promotes better health, prevents 
mother-to-child transmission, and brings hard-to-reach youth into care. We are disappointed that 
the President has proposed cutting Part D programs by $7.6 million and ask that you reject this 
request. Rather, The AIDS Institute supports a $10.1 million increase, for a total of $ 87.3 
million. 

Part F includes the AIDS Education and Training Centers (AETCs) program and the Dental 
Reimbursement program. We are requesting a $7.7 million increase for the AETC program, for a 
total of $42.2 million, and a $5.5 million increase for the Dental Reimbursement program, for a 
total of $19 million. 

National Institutes of Health-AIDS Research 

FY2012: $3.07 billion 

FY 201 3 Community Request: $3.5 billion 

The NIH conducts research to better understand HIV and its complicated mutations, discover 
new drug treatments, develop a vaccine and other prevention programs such as microbicides, and 
ultimately develop a cure. The critically important work performed by the NIH not only benefits 
those in the U.S., but the entire world. 

This research has already helped in the development of many highly effective new drag 
treatments, prolonging the lives of millions of people. As neither a cure nor a vaccine exists, and 
patients continue to build resistance to existing medications, additional research must be funded. 
NIH also conducts the necessary behavioral research to learn how FIIV can be prevented. We ask 
the Committee to fund critical AIDS research at the community requested level of $3.5 billion. 
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Comprehensive Sexuality Education 

Since the vast majority of HIV infection occurs through sex, age appropriate education on how 
HIV is transmitted and how one can prevent transmission is critical. It is for this reason The 
AIDS Institute supports the funding of the Teen Pregnancy Prevention Initiative for a total of 
$130 million. Additionally, we oppose funding of abstinence only education programs, which 
have proven not to be effective. 

Minority AIDS Initiative 

The AIDS Institute supports increased funding for the Minority AIDS Initiative (MAI), whieh is 
funded within many of the federal agencies described above. MAI funds services nationwide that 
address the disproportionate impact that HIV has on communities of color. For FY13, we are 
requesting a total of $61 0 million. 

Policy Riders 

The AIDS Institute is opposed to using the appropriations process as a vehicle to repeal or 
prevent the implementation of current law or ban funding for certain activities or organizations. 
This includes implementation of the Affordable Care Act. We also urge you not to interfere with 
the implementation of programs, such as syringe exchange programs, which are scientifically 
proven to be effective in the prevention of HIV and Hepatitis. The AIDS Institute was 
disappointed the federal funding ban was reinstated in FY12, and notes that this language was 
not included in President Obama’s budget. 

Viral Hepatitis 

There are over 5.3 million people in the U.S. infected with viral hepatitis but hepatitis prevention 
at the CDC is funded at only $29.8 million. This is insuffieient to provide basic public health 
services such as education, counseling and testing. Increased funding is needed to implement the 
HHS Viral Hepatitis Action Plan and the strategy in the Institute of Medicine (lOM) report, 
Hepatitis and Liver Cancer: A National Strategy for Prevention and Control of Hepatitis B and 
C. 

While the President's FY13 budget flat funds overall CDC Hepatitis programs at $29.7 million, it 
does include the $10 million allocated from the Prevention and Public Health Fund in FY12 to 
continue as appropriated dollars in FY13. The AIDS Institute urges the federal government to 
make a greater commitment to Hepatitis prevention. For FY13, we request an increase of $30.1 
million for a total of $59.8 million. 

The AIDS Institute asks that you give great weight to our testimony as you develop the FY13 
appropriation bill. Should you have any questions or comments, feel free to contact Carl Schmid, 
Deputy Executive Director, The AIDS Institute (202) 462-3042 or cschmid@theaidsmstitute.org. 

Thank you very much. 


The AIDS institute 

National Policy Office 2000 S Street, NW, 3rd Floor Washington, DC 20009 
Program and Adnsinittrative Office 1 7 Dovis Boulevard, Suite 403 Tampa, Ft 33606 
www.theaidsinstitute.org 
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LABOR, HEALTH and HUMAN SERVICES APPROPRIATIONS SUB 
COMMITTEE WRITTEN TESTIMONY 
March 28, 2012 

My name is Dimitri Philemonof, President/CEO for the Aleutian Pribilof Islands 
Association representing thirteen federally recognized tribes of the Aleutian Pribilof 
Islands region, Alaska. On behalf of our thirteen member Board of Directors, I wish 
to present this written testimony. 

Tribes and Tribal organizations depend on an important program, PL 102-477', to ensure 
efficient use of federal funding for employment training, job placement, childcare and 
related programs. Since 2008, actions by the Departments of Health and Human 
Services (“HHS”) and Interior (through the Bureau of Indian Affairs — “BIA”) have 
created extensive and expensive duplications in implementation that conflict with the 
intent of the program. Since 1992, the 477 program has allowed tribes and tribal 
organizations to combine programmatic funding from various federal agencies for 
employment related funding, while streamlining program approval, accounting and 
reporting mechanisms. Streamlined funding for 477 Plans through transfers under the 
provisions of the Indian Self-Determination and Education Assistance Act (“ISDEAA”) 
is an essential element of the success of the 477 Program. This flexibility facilitates the 
creation of culturally appropriate programs, adds no costs for the federal government, 
and frees up program funding for direct client services by eliminating duplicative 

‘ The Indian Employment Training and Related Services Demonstration Act, Pub. L. 102-477, 
as amended, 25 U.S.C. §§ 3401-3417. 
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administration. In short, it increases cooperation between agencies, reduces 
administrative burden and maximi 2 es federal dollars where they are most needed. 

In spite of its documented success, die 477 program is at risk. In 2008, the BIA 
stated they would no longer fund the 477 program through the provisions of the 
ISDEAA. More recentiy, OMB issued guidelines last year that require tribes and 
tribal organizations to account for 477 funds by individual federal program, contrary 
to the meaning and the spirit of this very successful initiative. The agencies have 
temporarily suspended implementation of these changes, and, at the direction of 
Congress, created the Administrative Flexibility Workgroup (AFWG), composed of 
representatives from the agencies and the tribes, to try to negotiate a workable 
solution. 

The Aleutian Pribilof Islands Association has participated in the Administrative 
Flexibility Workgroup. Our following comments are intended to secure the longevity 
of quality of service to our tribes and tribal members. We appreciated the time and 
effort the federal partner’s staff and agencies have played in participating in the weekly 
teleconferences to date. From this experience and involvement, our following 
statement and request are drawn to further the improve working relationship with 
federal agencies and best use of federal funded programs. 

The Aleutian Pribilof Islands Association has participated in P.L. 102-477 since 1995. 
Without the provisions contained in the Indian Employment, Training, Education 
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and Related Services Demonstration Act, only one third of the tribal members would 
receive assistance annually at an increased administrative cost of thirty-three percent 
per year. We have experienced the greater good of services rendered at a fraction of 
the cost from the enactment and implementation of P.L. 102-477. 

To insure transfer and audit of “477” funds are permanently resolved across present 
and future administrations we request Congress to pass legislation language in an 
appropriation biU. The concerns raised by tribes about the guidance related to the 
reporting requirement process outlined in the Frequently Asked Questions (FAQ’s) 
have been addressed by representatives on the P.L. 102-477 Administrative Flexibility 
Workgroup. However, we are concerned the commitment to administer the reporting 
requirements and fund transfer consistently across agencies and administrations will 
not be permanent without legislation. 

Therefore, we request the follotving language be placed in the appropriations biU to 
address the continuing problems we are encountering in the 477 program, and the 
need to maintain increased flexibility in the handling of 477 funds. 

“SEC. 430. Notwithstanding any other provision of law, and notwithstanding any 
auditing or reporting circular of the Office of Management and Budget or related 
compliance memoranda, hereinbefore and hereinafter (1) any funds supplied by any 
Federal department or agency to carry out a plan under Public Law 102-477 (the 
Indian Employment, Training and Related Services Demonstration Act), as amended, 
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shall be consolidated and made available to the appUcable Indian tribe or tribal 
organization pursuant to an existing contract, compact, or funding agreement under 
tide I or tide IV of PubUc Law 93-368 (the Indian Self-Determination and Education 
Assistance Act), as amended; (2) no Indian tribe or tribal organization carrying out 
such a plan shall be required to separately account for the expenditure of the funds of 
each Federal department or agency after the date on which the funds are consolidated 
and paid to the Indian tribe or tribal organization; and (3) aU funds transferred under 
an Public Law 102-477 plan may be reallocated and rebudgeted by the Indian tribe or 
tribal organization to best meet the employment, training and related needs of the 
local community served by the Indian tribe or tribal organization.” 

Thank you for this opportunity to speak on this vital subject. 
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Fiscal Year 2013Appropriations 

Submitted by: Sandy Harding, MSW, Senior Director, Federal Advocacy, sharding@, aapa.org . 571-319-4338 


TESTIMONY OF THE AMERICAN ACADEMY OF PHYSICIAN ASSISTANTS 
SUBMITTED TO THE 

SUBCOMMITTEE ON LABOR, HEALTH AND HUMAN SERVICES, EDUCATION AND RELATED 

AGENCIES 

COMMITTEE ON APPROPRIATIONS 
UNITED STATES HOUSE OF REPRESENTATIVES 
REGARDING FISCAL YEAR 20 13 APPROPRIATIONS 

March 29, 2012 

On behalf of the nearly 85,000 clinically practicing physician assistants in the United States, the American Academy 
of Physician Assistants is pleased to submit comments on FY 2013 appropriations for Physician Assistant (PA) 
educational programs that are authorized through Title VII of the Public Health Service Act. 

AAPA believes that the Title VII Health Professions Programs are essential to placing health professionals in 
medically underserved communities. According to the Health Resources and Services Administration, an additional 
3 1,000 health care practitioners are needed to alleviate existing professional shortages. PAs are one of three health 
care professions providing primary medical care in the U.S. Title VII funds will not only encourage greater numbers 
of students to enter PA educational programs; it will also help increase access to care for millions of Americans who 
live in medically underserved areas. 

AAPA respectfully request’s the House Appropriations Committee to approve funding for the Title VII 
health professions education program at $240,088,000, with an allocation of 15% of the Primary Care 
Training and Enhancement program line for physician assistant training. 

AAPA reeonunends that Congress continue its support to grow the PA primary care work force. The U.S. health 
care system will require a much-expanded primary health care workforce, both in the private and public health care 
markets. For example, the National Association of Community Health Centers’ March 2009 report. Primary Care 
Access: An Essential Building Block of Health Reform, predicts that in order to reach 30 million patients by 2015, 
health centers will need at least an additional 15,585 primary care providers, just over one third of whom are non- 
physician primary care professionals. 

A review of PA graduates from 1990 - 2009 demonstrates that PAs who have graduated from PA educational 
programs supported by Title VII are 67% more likely to be from underrepresented minority populations and 
47% more likely to work in a rural health clinic than graduates of programs that were not supported by Title 
VII. Additionally, a smdy by the UCSF Center for California Health Workforce Studies found a strong association 
between physician assistants exposed to Title VII during their PA educational preparation and those who reported 
working in a federally qualified health center or other community health center. 

Title Vll programs are essential to the development and training of primary health care professionals and, in turn, 
provide increased access to care by promoting health care delivery in medically underserved communities. Title VII 
funding is especially important for PA programs as it is the only federal funding available on a competitive 
application basis to these programs. 

We wish to thank the members of this subcommittee for your historical role in supporting funding for the health 
professions programs, and we hope that we can count on your support to augment funding to these important 
programs in FY 2013. 
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Overview of Physician Assistant Education 

The existing 159 Physician assistant educational programs are ail located within schools of medicine or health 
sciences, universities, teaching hospitals, and the Armed Services. All PA educational programs are accredited by 
the Accreditation Review Commission on Education for the Physician Assistant. 

The typical PA program consists of 26 months of instruction, and the typical student has a bachelor’s degree and 
approximately four years of prior health care experience. The first phase of the program consists of intensive 
classroom and laboratory study. More than 400 hours in classroom and laboratory instruction are devoted to the 
basic sciences, with over 75 hours in pharmacology, approximately 175 hours in behavioral sciences, and nearly 580 
hours of clinical medicine. 

The second year of PA education consists of clinical rotations. On average, students devote more than 2,000 hours, 
or 50 to 55 weeks, to clinical education, divided between primary care medicine - family medicine, internal 
medicine, pediatrics, and obstetrics and gynecology - and various specialties, including surgery and surgical 
specialties, mtemal medicine subspecialties, emergency medicine, and psychiatry. During clinical rotations, PA 
students work directly under the supervision of physician preceptors, participating in the full range of patient care 
activities, including patient assessment and diagnosis, development of treatment plans, patient education, and 
counseling. 

After graduation from an accredited PA program, physician assistants must pass a national certifying examination 
developed by the National Commission on Certification of Physician Assistants. To maintain certification, PAs must 
log 100 continuing medical education hours every two years, and they must take a recertification exam every six 
years. 

Physician Assistant Practice 

By design, PAs always practice in teams with physicians, extending the reach of medicine and the promise of 
improved health to the most remote and in-ne^ communities in our nation. The PA profession’s patient-centered, 
team-based approach reflects the changing realities of health care delivery and fits well into the patient-centered 
medical home model of care, as well as other integrated models of care management. 

PAs practice in various medical setting across the country and in a recent survey conducted by the AAPA it is 
estimated that: 

• Seventeen percent of all PAs practice in non-metropolitan areas where they may be the only full-time 
providers of care (state laws stipulate the conditions for remote supervision by a physician); 

• 40 percent of PAs work in urban and inner city areas; 

• 1 7 percent of PAs work in rural or remote areas; 

• 32 percent of PAs are in primary care; 

• 40 percent of PAs work in group practices or solo physician offices; and 

• 39 percent of PAs work in a hospital. 

PAs often provide autonomous medical care, have their own patient panels, and are granted prescribing authority in 
all 50 states. 

Critical Role of Title VH Public Health Service Act ProErams 

Title VII programs promote access to health care in rural and urban underserved communities by supporting 
educational programs that train health professionals in fields experiencing shortages, improve the geographic 
distribution of health professionals, increase access to care in underserved communities, and increase minority 
representation in the health care workforce. 

Title VII programs are the only federal educational programs that are designed to address the supply and distribution 
imbalances in the health professions. Since the establishment of Medicare, the costs of physician residencies, nurse 
training, and some allied health professions training have been paid through Graduate Medical Education (GME) 
funding; however, GME has never been available to support PA education. More importantly, GME was not 
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intended to generate a supply of providers who are willing to work in the nation’s medically underserved 
communities - the purpose of Title VII. 

Title VII programs seek to recruit students who are from underserved minority and disadvantaged populations, 
which is a critical step towards reducing persistent health disparities among certain racial and ethnic U.S. 
populations. Studies have found that health professionals from disadvantaged regions of the country are three to 
five times more likely to return to underserved areas to provide care. 

Title VIl Support of PA Educational Programs 

Federal support for Title VII is authorized through section 747 of the Public Health Service Act. It is the only 
continuing federal funding available to PA educational programs. This funding is specifically targeted for primary 
care education and training programs and is designed to train PAs for practice in urtian or rural medically 
imderserved areas. The program is essential to the development and training of the nation’s health workforce and is 
critical to providing continued health services to both underserved and minority communities. It also encourages 
PAs to return to these environments with the greatest need after they have completed their training, being one of the 
best recruitment tools to date. 

Title VII was last reauthorized in 2010 under the Patient Protection and Affordable Care Act. Support for educating 
PAs to practice in underserved communities is particularly important given the market demand for physician 
assistants. Without Title VII funding to expose students to underserved sites during their training, PA students are 
far more likely to practice in the communities where they were raised or attended school. Title VH funding is a 
critical link in addressing the natural geographic maldistribution of health care providers by exposing students to 
underserved sites during their training, where they frequently choose to practice following graduation. Currently, 36 
percent of PAs met their first clinical employer through their clinical rotations. 

Changes in the health care marketplace reflect a growing reliance on PAs as part of the health care team. Currently, 
the supply of physician assistants is inadequate to meet the needs of the nation, and the demand for PAs is expected 
to increase. A 2006 article in the Journal of the American Medical Association (JAMA) concluded that the federal 
government should augment the use of physician assistants as physician substitutes, particularly in urban 
Community Health Centers (CHCs) where the proportional use of physicians is higher. The article suggested that 
this could be accomplished by adequately funding Title VII programs. 

Title VII funding has provided a crucial pipeline of trained PAs to underserved areas. Recognizing that the PA 
educational programs received significantly less funding than other programs in the cluster on primary care 
medicine and dentistry, the 1 1 1* Congress established a 15 percent set-aside for PA education within the section 
747 cluster on primary care during reauthorization of the Title VII Programs. This set-aside has not yet been 
realized and in 201 1, PA education only received eight percent or $3.18 million. 

Recommendations on FY 2013 Funding 

The American Academy of Physician Assistants urges members of the Appropriations Committee to consider the 
inter-dependency of all public health agencies and programs when determining funding for FY 2013. For instance, 
while it is critical, now more than ever, to fund clinical research at the National Instimtes of Health (NIH) and to 
have an infrastructure at the Centers for Disease Control and Prevention (CDC) that ensures a prompt response to an 
infectious disease outbreak or bioterrorist attack, the good work of both of these agencies will go unrealized if the 
Health Resources and Services Administration (HRSA) is inadequately funded. 

HRSA administers the “people” programs, such as Title VII, that bring the results of cutting edge research at NIH to 
patients through providers such as PAs who have been educated in Title Vll-funded programs. Likewise, the CDC 
is heavily dependent upon an adequate supply of health care providers to be sure that disease outbreaks are reported, 
tracked, and contained. 

Thank you for the opportunity to present the American Academy of Physician Assistants’ views onFY 2013 
appropriations. 
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Testimony of the American Academy of Pediatrics 
Concerning Fiscal Year 2013 Appropriations 

Submitted for the Record to the House Appropriations Subcommittee on 
Labor, Health and Human Services, Education and Related Agencies 
March 28, 2012 

The American Academy of Pediatrics (AAP), a non-profit professional organization of 60,000 
primary care pediatricians, pediatric medical subspecialists, and pediatric surgical specialists 
dedicated to the health, safety, and well-being of infants, children, adolescents, and young adults, 
appreciates the opportunity to submit this statement for the record in support of strong federal 
investments in children’s health in Fiscal Year 2013 and beyond. AAP mges all Members of 
Congress to put children first when considering short and long-term federal spending decisions. 

Every adult was once a child. Many adult diseases have their origins in childhood. Early and 
continued investments in our children’s health are needed to prevent obesity, heart disease, 
substance use, and other chronic conditions that threaten America’s health and fiscal solvency. 

As clinicians we not only diagnose and treat our patients, we also promote preventive 
interventions to improve overall health. Likewise, as policymakers, you have an integral role in 
ensuring the health of future generations through adequate and sustained funding of vital federal 
programs. 

The economic strength and prosperity of our nation rests largely on the health and well-being of 
our children. Therefore, the nation’s pediatricians insist that Congress prioritize funding for 
programs that support the healthy development of children and adolescents. 

America’s children deserve better 

Babies bom in the United States are less likely to survive until their first birthday than those in 
30 other industrialized nations. Twenty-two percent of children in the United States now live in 

American Academy of Pediatrics * Department of Federal Affairs • 601 13th Street NW, Suite 400 North • Washington, DC 20005 1 
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poverty. Many children suffer from food insecurity, unstable housing, family dysfunction, abuse 
and neglect. Such adverse childhood experiences are linked with “toxic stress,” a biologic 
phenomenon associated with profound and irreversible changes in brain anatomy and chemistry 
that have been implicated in the development of health-threatening behaviors and medical 
complications later in life including drug use, obesity, and altered immune function. Adults 
affected by such adverse childhood experiences are more likely to have experienced school 
failure, gang membership, unemployment, violent crime, and incarceration. 

Of the world’s richest twenty-one nations, the United States comes in dead last in terms of 
overall health and safety of its children due to poor indicators on child health at birth, infant 
mortality rates, prevalenee of low birth weight, ehild immunization rates for children aged 12 to 
23 months, and deaths from accidents or injuries among people aged 0 to 19 years. America’s 
current generation of children is at risk of having shorter life expectancies than their parents. 

This is unacceptable. America’s children deserve better. As a nation we must rise above 
partisan politics and reclaim the health and well-being of our children through strong federal 
investments in programs that promote and protect the health of all children. 

Children’s health care is not the cost driver of overall health care spending 
The United States continues to spend less on our children’s health, education, and general 
welfare than most other developed nations in the world. Children under age 18 represent 30 
percent of the total U.S. population, yet health care services for infants, children, and young 
adults are only 12 percent of total annual health care spending. Children, including those with 
special health care needs, make up more than 50 percent of all Medicaid recipients, but account 
for less than 25 percent of Medicaid costs. 
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By contrast, currently over two-thirds of Medicare expenditures are for beneficiaries with five or 
more chronic conditions, conditions like diabetes, arthritis, and hypertension that are largely 
preventable over the course of a lifetime. Strong and continued investments during childhood 
are critical to curbing the onset of chronic conditions that are growing health care costs. 
Proposed cuts to prevention and public health initiatives, community health programs, and child 
safety net services are counterproductive to efforts to reduce government spending and control 
the deficit in the long-term. 

Children ’s programs are cost-effective and improve our nation ’s health and economy 
Every 1 dollar spent on childhood vaccines in the Section 317 immunization program saves the 
healthcare system $16.50 in future medical costs. Every 1 dollar spent on preventative services 
for a pregnant woman in the Special Supplemental Nutrition Program for Women, Infants, and 
Children saves Medicaid up to $4.20 by reducing the risk of pre-term birth and its associated 
costs. Every 1 dollar spent on high-quality home visiting programs saves up to $5.70 as a result 
of improved prenatal health, decreased mental health and criminal justice costs, and fewer 
children suffering from abuse and neglect. Our nation’s sickest and most vulnerable children 
rely on federal programs like these to support their physical and mental health needs. Reducing 
funding for vital child health programs during a time when many families are still straggling 
financially will disproportionately hurt children. 

The Administration for Children and Families, Centers for Disease Control and Prevention, 
Health Resources and Services Administration, and other agencies within the Department of 
Health and Human Services and the Department of Education provide essential services, 
research, and surveillance that help our nation’s children grow into healthy and productive 
citizens. Federal and state partnerships like the Title V Maternal and Child Health block grants 
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and Section 317 immunization program support families by providing newborn screenings, 
immunizations, preventive health services and medical care that children need to be healthy. 

Devoting adequate resources to federal health programs helps ensure children have safe and 
healthy food at home and school, homes and communities free of environmental toxins, and 
disaster preparedness and response systems that address their unique health needs. Federal funds 
support critical programs that address pressing public health challenges including: efforts to 
prevent infant mortality and birth defects; healthy child development; antimicrobial resistance 
and infectious diseases; emergency medical services for children; mental health and substance 
abuse prevention; tobacco prevention and cessation; unintentional injury and violence 
prevention; child maltreatment prevention; childhood obesity; environmental and chemical 
exposures; poison control; teen pregnancy prevention and family planning; health promotion in 
schools; and medical research and innovation. 

Meeting our children’s health needs also requires a robust pediatric workforce. Children are not 
just little adults. Pediatricians, including medical and surgical specialists, are trained to diagnose 
and treat the unique health care needs of children and adolescents. Unlike the adult population, 
our nation currently faces a shortage of pediatric subspecialists, resulting in many children with 
serious acute and chronic illnesses being forced to travel long distances - or wait several months 
- to see a needed pediatric subspecialist. Federal support for pediatric workforce programs - 
Public Health Service Act Title VII health professions programs, Children’s Hospital Graduate 
Medical Education Program and the Pediatric Subspecialty Loan Repayment Program - is 
crucial to building the necessary supply of pediatricians to ensure all children, regardless of 
where they live or their insurance status, have access to timely and appropriate health care. 
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Healthier children, healthier future 

On behalf of the 75 million American children and their families that we serve and treat, the 
nation’s pediatricians expect Congress to respond to mounting evidence that child health has life- 
long impacts and put children first during appropriations negotiations. Investing in children is 
not only the right thing to do for the long-term physical, mental, and emotional health of the 
population, but is imperative for the nation’s long-term fiscal health as well. At a time when 
states are facing unprecedented challenges with dwindling budgets yet rising demand for health 
services, federal investments in the public health infi^tructure could not be more important. 
Federal support for children’s health programs, such as early brain and child development, 
parenting and health education, and preventive health services, will yield high returns for the 
American economy. 

We fully recognize the nation’s fiscal challenges and respect that difficult budgetary decisions 
must be made; however, we do not support funding decisions made at the expense of the health 
and welfare of children and families. Rather, focus on the long-term needs of children and 
adolescents will ensure that the United States can compete in the modem, highly-educated global 
marketplace. Strong and sustained financial investments in children’s health care, research, and 
prevention programs will help keep our children healthy and pay extraordinary dividends for 
years to come. 

The American Academy of Pediatrics looks forward to working vrith Members of Congress to 
prioritize the health of our nation’s children in Fiscal Year 2013 and beyond. If we may be of 
further assistance please contact the AAP Department of Federal Affairs at 202-347-8600 or 
aperencevichfSaaD.org . Thank you for your consideration. 
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American Academy 
OF Ophthalmology 


The Eye M.D. Association 


20 F Street NW, Suite 400 
Attn: Shannon Curtis 
Washington, D.C. 20001 
202-737-6662; scurtis@aaodc.ora 


WRITTEN TESTIMONY IN SUPPORT OF INCREASED FISCAL YEAR (FY) 2013 
FUNDING FOR THE NATIONAL INSTITUTES OF HEALTH (NIH) 

AND THE NATIONAL EYE INSTITUTE (NEI) 

LABOR, HEALTH AND HUMAN SERVICES, EDUCATION AND RELATED 
AGENCIES SUBCOMMITTEE OF THE 
U.S. HOUSE OF REPRESENTATIVES COMMITTEE ON APPROPRIATIONS 

March 29, 2012 

EXECUTIVE SUMMARY 

The American Academy of Ophthalmology requests Fiscal Year (FY) 2013 NIH 
funding of at ieast $32 billion, which reflects a $1.38 billion, or 4.5 percent 
increase over FY2012, which consists of biomedicai inflation of 2.8 percent pius 
modest growth, and is necessary since: 

• After nearly a decade of budgets below biomedical inflation, NIH's inflation- 
adjusted funding is close to 20 percent lower than FY2003. 

• Even before adjusting for inflation, enacted spending bills in recent years have 
cut the NIH budget. The looming sequestration mandated by the Budget Control 
Act threatens further cuts, estimated by the Congressional Budget Office (CBO) 
at eight percent in FY2013 alone. 

NIH, our nation’s biomedical research enterprise, is unique in that: 

• Its basic and clinical research has helped to understand the basis of disease, 
thereby resulting in innovations in healthcare to save and improve lives. 

• Its research serves an irreplaceable role that the private sector could not 
duplicate. 

• It has been shown through several studies to be a major force in the economic 
health of communities across the nation. The latest United for Medical Research 
report estimates that NIH funding supported more than 432,000 jobs in 2011, 
directly or indirectly, and generated more than $62.1 billion in economic activity. 

The American Academy of Ophthalmology requests National Eye Institute (NEI) 
funding at $730 million, commensurate with the overall NIH funding increase, 
especially since: 

• FY2012 NEI funding of $702 million reflects little more than one percent of the 
$68 billion annual cost of eye disease and vision impairment in the United States. 

• NEI has funded breakthrough research ranging from determining the genetic 
basis of eye disease to developing treatments that save and restore sight. 

• In 2009, Congress spoke volumes in passing S. Res 209 and H. Res. 366, which 
designated 2010-2020 as The Decade of Vision, in which the majority of 78 
million Baby Boomers will turn 65 years of age and face greatest risk of aging 
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eye disease. A cut, level funding, or even an inflationary increase is not sufficient 
for NEI to meet the vision challenges presented by the “Silver Tsunami.” 

CONGRESS MUST IMPROVE UPON THE PRESIDENT’S FY2013 REQUEST, SINCE 
IT CUTS NEI FUNDING BY $8.86 MILLION, OR 1.2 PERCENT BELOW FY2012, 
WHICH RESULTS IN FUNDING CLOSE TO THE BASE FY2009 LEVEL 

Although the President’s budget request level-funds NIH, it proposes to cut NEI by 
$8.8 million. Although most of this cut reflects the NIH Office of AIDS Research pulling 
its funding from the NEI’s Studies of Ocular Implications of AIDS (SOCA) clinical trials, 
which established the efficacy of combination antiviral drug therapy in treating 
cytomegalorvirus (CMV) retinitis, the resulting total NEI funding of $693 million reflects a 
funding level just slightly higher than that in FY2009, prior to the addition of American 
Recovery and Reinvestment Act (ARRA) funding. Although the NEI’s Congressional 
Justification (CJ) notes that this funding level will still enable NEI to increase Research 
Project Grant (RPG) funding by $3 million, it will still cut training programs and 
Research and Development contracts. 

NEI is already facing enormous challenges in this Decade of Vision 2010-2020. Each 
day, from 201 1 to 2029, 10,000 citizens will turn 65 and be at greatest risk for eye 
disease, the fast growing African American and Hispanic populations will experience a 
disproportionately higher incidence of eye disease, and the epidemic of obesity will 
significantly increase the incidence of diabetic retinopathy. 

The Academy requests NEI funding at $730 million, reflecting biomedical inflation plus 
modest growth commensurate with that of NIH overall, since our nation’s investment in 
vision health is an investment in overall health. NEI’s breakthrough research is a cost- 
effective investment, since it is leading to treatments and therapies that can ultimately 
delay, save, and prevent health expenditures, especially those associated with the 
Medicare and Medicaid programs. It can also increase productivity, help individuals to 
maintain their independence, and generally improve the quality of life, especially since 
vision loss is associated with increased depression and accelerated mortality. 

The very health of the vision research community is also at stake with a decrease in NEI 
funding. Not only will funding for new investigators be at risk, but also that of seasoned 
investigators, which threatens the continuity of research and the retention of trained 
staff, while making institutions more reliant on bridge and philanthropic funding. If an 
institution needs to let staff go, that usually means a highly-trained person is lost to 
another area of research or an institution in another state, or even another country. 

FY2013 NIH FUNDING OF AT LEAST $32 BILLION, NEI AT $730 MILLION LETS NEI 
BUILD UPON ITS PAST RECORD OF BASIC AND TRANSLATIONAL RESEARCH 

In late June 2010, NIH Director Francis Collins, M.D,, Ph.D. recognized NEI’s 
leadership in translational research at an NEI-sponsored Translationai Research and 
Vision Conference. Just two weeks earlier. Dr. Collins testified before the House Energy 
and Commerce Committee, stating that; 
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"Twenty years ago we could do little to prevent or treat AMD. Today, because of new 
treatments and procedures based on NIH/NEI research, 1 .3 million Americans at risk for 
severe vision loss from AMD over the next five years can receive potentially sight- 
saving therapies.” 

With FY2013 funding at $730 million, NEI can build upon its past research in several 
different areas, including: 

Genetic Basis of Eye Disease: As NEI Director Paul Sieving, M.D., Ph.D. has stated, 
of the more than 2,000 genes identified to date, more than 500, or one-quarter, are 
associated with both common and rare eye diseases. By further understanding the 
genetic basis of eye disease, NEI can study underlying disease mechanisms and 
develop appropriate diagnostic and therapeutic applications for such blinding eye 
diseases as AMD, glaucoma, and retinitis pigmentosa (RP). 

- NEI’s AMD Gene Consortium, which consolidates 1 5 international Genome 
Wide Association Studies (GWAS) representing over 8,000 patients, has 
validated 8 previously known gene variants and identified 19 new variants. 

- NEI’s Glaucoma Human Genetics Collaboration (NEIGHBOR) has identified 
the first risk variant in a gene thought to play a role in the development of the 
optic nerve head, the degeneration of which leads to glaucoma and loss of 
peripheral vision, and then ultimately blindness. 

- The NEI-led human gene therapy clinical trial for neurodegenerative eye 
disease Leber Congenital Amaurosis (LCA) has resulted to date in 15 
patients being treated and experiencing visual improvement. NEI’s pioneering 
work, as well as subsequent refinement of gene therapy techniques, is 
enabling further research into ocular gene therapy through the launch of NEI- 
funded clinical trials for AMD, choroideremia, Stargardt disease, and Usher 
Syndrome. The latter three neurodegenerative diseases occur in early 
childhood and progressively destroy the retina, leading to vision loss and 
blindness and resulting in a lifetime of direct medical and indirect support 
costs. NEI is also funding pre-clinical safety trials for human gene therapy for 
RP, juvenile retinoschisis (“splitting" of the retina, resulting in vision loss), and 
achromatopsia (affecting color perception and visual acuity). 

Diabetic Eye Disease: NEl’s Diabetic Retinopathy Clinical Research (DRCR) Network 
found that laser treatment for diabetic macular edema, when combined with anti- 
angiogenic drug treatment, is more effective than laser treatment alone and will 
revolutionize the standard of care in place the past 25 years. With the National Institute 
for Diabetes and Digestive and Kidney Diseases (NIDDK) leading a new NIH strategic 
plan to combat diabetes, NEI’s research through its various diabetic eye disease 
networks over the past 40 years-in partnership with NIDDK-will be more important than 
ever. For example, about one-in-five individuals in the NEI-funded Los Angeles Latino 
Eye Study (LALES) was newly diagnosed with diabetes during the study, and of those 
newly-diagnosed, 23% percent were found to already have diabetic retinopathy. 
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BLINDNESS AND VISION LOSS IS A GROWING PUBLIC HEALTH PROBLEM 
THAT INDIVIDUALS FEAR AND WOULD TRADE YEARS OF LIFE TO AVOID 

The NEI estimates that more than 38 million Americans age 40 and older experience 
blindness, low vision, or an age-related eye disease such as AMD, glaucoma, diabetic 
retinopathy, or cataracts. This is expected to grow to more than 50 million Americans by 
year 2020. Although the NEI estimates that the current annual cost of vision impairment 
and eye disease to the US is $68 billion, this number does not fully quantify the impact 
of indirect healthcare costs, lost productivity, reduced independence, diminished quality 
of life, increased depression, and accelerated mortality. NEI’s FY2012 funding of $702 
million reflects just a little more than one percent of this annual costs of eye disease. 
The continuum of vision loss presents a major public health problem, as well as a 
significant financial challenge to the public and private sectors. 

Vision loss also presents a real fear to most citizens: 

• in public opinion polls over the past 40 years, Americans have consistently 
identified fear of vision loss as second only to fear of cancer. 

• NEI’s Survey of Public Knowledge, Attitudes, and Practices Related to Eye 
Health and Disease reported that 71 percent of respondents indicated that a loss 
of their eyesight would rate as a “10” on a scale of 1 to 10, meaning that it would 
have the greatest impact on their day-to-day life. 

• In patients with diabetes, going blind or experiencing other vision loss rank 
among the top four concerns about the disease. These patients are so 
concerned about vision loss diminishing their quality of life that those with nearly 
perfect vision (20/20 to 20/25) would be willing to trade 15 percent of their 
remaining life for “perfect vision,” while those with moderate impairment (20/30 to 
20/100) would be willing to trade 22 percent of their remaining life for perfect 
vision. Patients who are legally blind from diabetes (20/200 to 20/400) would be 
willing to trade 36 percent of their remaining life to regain perfect vision. 

THE ACADEMY URGES CONGRESS TO FUND THE NIH AND NEI AT FUNDING 
LEVELS OF AT LEAST $32 BILLION AND $730 MILLION, RESPECTIVELY, WHICH 
WILL ENSURE THE MOMENTUM OF BREAKTHROUGH VISION RESEARCH AND 
THE RETENTION OF TRAINED VISION RESEARCHERS 

ABOUT THE AMERICAN ACADEMY OF OPHTHALMOLOGY 

The American Academy of Ophthalmology is the largest national membership 
association of Eye M.D.s. Eye M.D.s are ophthalmologists, medical and osteopathic 
doctors who provide comprehensive eye care, including medical, surgical and optical 
care. More than 90 percent of practicing U.S. Eye M.D.s are Academy members, and 
the Academy has more than 7,000 international members. 
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The American Association of Colleges of Pharmacy (AACP) is pleased to submit this statement for the 
record regarding FY2013 funding. The 126 accredited pharmacy schools are engaged in a wide range of 
programs supported by funding administered through the agencies of the Department of Health and 
Human Services (HHSj and the Department of Education. Recognizing the difficult task of balancing needs 
and expectations with fiscal responsibility, AACP respectfully offers the following recommendations for 
consideration as you undertake your deliberations. 

US DEPARTMENT OF HEALTH AND HUMAN SERVICES - Health Resources and Services Administration 
' (HRSAl AACP supports the Friends of HRSA recommendation of $7 billion for HRSA in FY13. Faculty at 
schools of pharmacy are integral to the success of many HRSA programs conducting research rural health 
delivery to reduce healthcare costs through the integration of pharmacist-provided patient care services. 
Schools of pharmacy are supported by HRSA to operate nine of the 42 Poison Control Centers and, this 
year. Dr. Scott Schaeffer of the University of Oklahoma received a $100,000 poison center incentive grant 
for a deaf and hard of hearing poison prevention outreach project. AACP supports the Bureau of Health 
Professions and the Nationai Center for Health Workforce Analysis. Through the Pharmacy Workforce 
Center, AACP Joins HRSA-funded efforts to compile national health workforce statistics to better inform 
future health professions workforce needs in the United States. AACP supports the Health Professions 
and Nursing Education Coaiition (HPNEC) recommendation of $280 miiiion for Titie Vli and Vill programs 
in FY13. AACP member institutions are active participants in BHPr programs. Schools of pharmacy engage 
in Title VII programs, including Geriatric Education Centers and Area Health Education Centers (AHEC). 
These community-based, interprofessional programs are essential for providing the educational models to 
improve quality through team-based, patient-centered care and serve as valuable experiential education 
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sites for student pharmacists and other health professions students. Nine North Carolina AHECs are 
supported by 500 preceptor pharmacists and 22 academic pharmacists from the state's schools of 
pharmacy. The Northeast Pennsylvania (NEPA) AHEC partners with the NEPA Interprofessional Education 
Coalition to train student pharmacists from Wilkes University to develop interprofessional communication 
skills and recognize the importance of patient-centered care. For the AHEC program AACP recommends a 
funding level of at least $75 million in FY13. Pharmacy schools are eligible to participate in the Centers of 
Excellence program and the Scholarships for Disadvantaged Students program, to increase the number of 
underserved individuals attending health professions schools and minority workforce representation. 
Agency for Healthcare Research and Quality (AHRQt - AACP supports the Friends of AHRQ 
recommendation of $400 million for AHRQ programs in FY13. Pharmacy faculty are strong partners with 
the Agency for Healthcare Research and Quality (AHRQ). Academic pharmacists Ors. Glen T. Schumock, 
University of Illinois at Chicago, and Sean Hennessy, University of Pennsylvania, are two of 11 principal 
investigators involved in the Developing Evidence to Inform Decisions about Effectiveness center to 
support research on patient-centered outcomes of healthcare with a focus on comparing clinical 
effectiveness, safety and usefulness of medical treatments. Drs. Gary R. Matzke, Virginia Commonwealth 
University, and Leigh Ann Ross, University of Mississippi School of Pharmacy, were appointed to the AHRQ 
Effective Health Care Program Pharmacy Workgroup. The Minnesota Pharmacy Practice-Based Research 
Network has been accepted for the AHRQ Primary Care Registry, existing as a living laboratory with a focus 
on the collection of information using a network of pharmacies to address the medication use process 
related to health and wellness. Centers for Disease Control and Prevention (CPC) - AACP supports the 
CDC Coalition recommendation of $7.7 billion for CDC core programs in FY13 and the Friends of NCHS 
recommendation of $162 million for the National Center for Health Statistics. Information from the 
NCHS is essential for faculty engaged in health services research and for the professional education of the 
pharmacist. The educational outcomes established through the Center for the Advancement of 
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Pharmaceutical Education include those related to public health. The opportunity for pharmacists to 
identify potential public health threats through regular interaction with patients provides public health 
agencies with on-the-ground epidemiologists providing risk identification measures when patients seek 
medications associated with preventing and treating travel-related illnesses. Pharmacy faculty are 
engaged in CDC-supported research and activities including delivery of immunizations, integration of 
pharmacogenetics in the pharmacy curriculum, inclusion of pharmacists in emergency preparedness, and 
the Million Hearts campaign. Faculty pharmacists at the University of Mississippi received a $300,000 
grant from CDC for a project evaluating pharmacy cardiovascular risk reduction and $49,000 to study 
active surveillance attitudes and perceptions in prostate cancer. Pharmacy schools actively participate in 
disaster relief response efforts in their community. Student pharmacists and faculty from University of 
Missouri Kansas City School of Pharmacy organized efforts to assist Joplin and southern Missouri just 
hours after the disaster and were among the first to respond to the area. National Institutes of Health - 
AACP supports the Adhoc Group for Medical Research recommendation of $32 billion for NIH funding in 
FY13. Pharmacy faculty are supported in their research by nearly every institute at the NIH. The NIH- 
supported research at AACP member institutions spans the full spectrum from the creation of new 
knowledge through the translation of that new knowledge to providers and patients. In 2011, pharmacy 
faculty researchers received over $263 million in grant support from the NIH and retain a strong 
commitment to increasing the number of biomedical researchers. At Purdue University, Karen S. Hudmon 
received $264,927 in funding from NIH National Cancer Institute for a pharmacy-based tobacco cessation 
program. University of Tennessee Health Sciences Center School of Pharmacy's Junling Wang received 
$886,742 from the NIH National Institute on Aging to study medication therapy management and its effect 
on racial and ethnic disparities. Christopher J. Destache, Creighton University, received $410,913 to study 
on once-monthly antiretroviral nanoparticles for HIV-1 treatment. James C. Cloyd, University of Michigan, 
received up to $7,500,000 for neurophysioiogically based response pharmacotherapy for epilepsy. And, 
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Jennifer Marie Cochoba, University of California San Francisco, received $165,952 from the NIH for a study 
on the effect of Pharmacist counseling on antiretroviral adherence, 5K23MH087218-02 . Centers for 
Medicare and Medicaid Services (CMSl - AACP recommends a funding level of $ 526.2 billion for CMS 
programs in FY13. The impact of the ongoing efforts from CMS and the Innovation Center continue 
depends on the integration of pharmacist into healthcare teams.. Marie A. Smith of the University of 
Connecticut received $133,453 from CMS to study transitions of care from hospital to home care and the 
role of medication reconciliation and medication therapy management and Almut G. Winterstein, 
University of Florida, received $255,000 from CMS for the development of new medication measures that 
address the detection and prevention of adverse medication-related patient safety events for future 
quality improvement and reporting programs. Miriam Mobley-Smith, Dean of the Chicago State University 
School of Pharmacy, was appointed to the CMS Advisory Panel on Outreach and Education (APOE) in 2011. 
Pharmacy faculty work to integrate pharmacists as members of the health team through studies in health 
information technology, electronic health records, transitions of care, and medication management. 

US DEPARTMENT OF EDUCATION - The Department of Education supports the education of healthcare 
professionals by assuring access to education through student financial aid programs, educational 
research allows faculty to determine improvements in educational approaches; and the oversight of 
higher education through the approval of accrediting agencies. AACP supports the Student Aid Alliance's 
recommendations to maintain the $ 5,550 maximum Pell grant. Admission to the pharmacy professional 
degree program requires at least two years of undergraduate preparation. Student financial assistance 
programs are essential to assuring student have access to undergraduate, professional and graduate 
degree programs. AACP recommends a funding level of at least $80 million for the Fund for the 
Improvement of Post Secondary Education (FIPSE) as this is the only federal program that supports the 
development and evaluation of higher education programs that can lead to improvements in higher 


education quality. 
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Subcommittee on Labor, Health and Human Services, Education, and Related Agencies 
House Committee on Appropriations 
Submitted for the Record 
March 29, 2012 

On behalf of the American Association of Colleges of Osteopathic Medicine (AACOM), I am 
pleased to submit this testimony in support of increased funding in fiscal year (FY) 2013 for 
programs at the Health Resources Services Administration (HRSA), the National Institutes of 
Health (NIH), and the Agency for Healthcare Research and Quality (AHRQ). AACOM 
represents the administrations, faculty, and students of the nation’s 26 colleges of osteopathic 
medicine at 34 locations in 25 states. Today, more than 20,000 students are enrolled in 
osteopathic medical schools. More than 20 percent of new U.S. medical students are training to 
be osteopathic physicians. By 2019, that number is expected to grow to 25 percent. 

Title VII 


The health professions education programs, authorized imder Title VII of the Public Health 
Service Act and administered through HRSA, support the training and education of health 
practitioners to enhance the supply, diversity, and distribution of the health care workforce, 
acting as an essential part of the health care safety net and filling the gaps in the supply of health 
professionals not met by traditional market forces. Title Vn and Title VIII nurse education 
programs are the only federal programs designed to train clinicians in interdisciplinary settings to 
meet the needs of special and underserved populations, as welt as increase minority 
representation in the health care workforce. 
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According to HRS A, an additional 33,000 health practitioners are needed to alleviate existing 
health professional shortages. Combined with faculty shortages across health professions 
disciplines, racial and ethnic disparities in health care, a growing, aging population and the 
anticipated demand for access to care, these needs strain an already fragile health care system. 
While AACOM appreciates the investments that have been made in these programs, we 
recommend increasing funding to $247.5 million for Title VII. We strongly support investment 
in the following programs in order to address the primary care workforce shortage: the Primary 
Care Training and Enhancement (PCTE) Program at $58 million, the Health Careers 
Opportunity Program (HCOP) at $14.9 million, the Centers of ExceDence (COE) at $22.9 
million, the Geriatric Education Centers (GECs) at $30.6 milUon, and the Area Health 
Education Centers (AHECs) at $33,142 million. Strengthening the workforce has been 
recognized as a national priority, and the investment in these programs recommended by 
AACOM will help meet the demand for a well-trained, diverse workforce facing this country. 
Teaching Health Center Graduate Medical Education Program 

The Teaching Health Center Graduate Medical Education (THCGME) Program administered by 
HRS A is the first of its kind to shift GME training to community-based care settings that 
emphasize primary care and prevention. It is uniquely positioned to provide much needed 
primary care training in underserved populations. However, because the program is the first of 
its kind, most community-based settings do not have existing infrastructure to provide this 
tr ainin g AACOM Strongly supports the President’s budget request of $10 million to fund the 
THCGME Development Grants. This funding would allow potential THCGME training sites to 
develop the infrastructure needed to administer residency training programs. 


American Association of Colleges of Osteopathic Medicine (AACOM) - Page 2 




42 


National Health Service Corps 

Approximately 50 million Americans live in communities with a shortage of health 
professionals, lacking adequate access to primary care. Through scholarships and loan 
repayment, the National Health Service Corps (NHSC) supports the recruitment and retention of 
primary care clinicians to practice in underserved communities. At the close of FY 2010, the 
NHSC provided a network of 7,500 primary health care professionals in 10,000 sites in 
imderserved communities. However, this still fell approximately 20,000 practitioners short of 
fulfilling the need for primary care, dental and mental health practitioners in Health Professional 
Shortage Areas (HPSAs). Growth in HRSA’s Community Health Center Program must be 
complemented with increases in the recruitment and retention of primary care clinicians to 
ensure adequate staffing, which the NHSC provides. AACOM strongly supports fully funding 
all aspects of the NHSC from both discretionary and mandatory funding sources and 
recommends that the full $300 million in mandatory funding be allocated and should be 
supplemented by discretionary dollars in FY 2013. 

Workforce Commission 

As the United States struggles to address with health care provider shortages in certain 
specialties and in rural and underserved areas, the country lacks a defined policy to address these 
critical issues. The National Health Care Workforce Commission was designed to develop and 
evaluate training activities to meet demand for health care workers. Without funding, the 
Commission cannot identify barriers that may create and exacerbate workforce shortages and 
improve coordination on the federal, state and local levels. Having this type of coordinating 
body in place is becoming more critical as more Americans have insurance coverage and the 
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population ages, requiring access to care. For these reasons, AACOM recommends that $3 
million be appropriated to fund the Commission. 

National Institutes of Health 

Research ifunded by the NIH leads to important medical discoveries regarding the causes, 
treatments, and cures for common and rare diseases as well as disease prevention. These efforts 
improve our nation’s health and save lives. To maintain a robust research agenda, further 
investment will be needed. AACOM recommends an appropriation of $32 bUlion in FY 2013 
for the NIH. 

In today’s increasingly demanding and evolving medical curriculum, there is a critical need for 
more research geared toward evidence-based osteopathic medicine. AACOM believes that it is 
vitally important to maintain and increase funding for biomedical and clinical research in a 
variety of areas related to osteopathic principles and practice, including osteopathic manipulative 
medicine and patient-centered outcomes research. In this regard, AACOM encourages support 
for the NIH’s National Center for Complementary and Alternative Medicine to continue 
fulfilling this essential research role. 

Agency for Healthcare Research and Quality 

AHRQ supports research to improve health care quality, reduce costs, advance patient safety, 
decrease medical errors, and broaden access to essential services. AHRQ plays an important role 
in producing the evidence base needed to improve our nation’s health and health care. The 
incremental increases for AHRQ’s Patient-Centered Health Research Program in recent years, as 
well as the fimding provided to AHRQ in the American Recovery and Reinvestment Act of 
2009, will help AHRQ generate more of this research and expand the infrastructure needed to 
increase capacity to produce this evidence. More investment is needed, however, to fulfill 
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AHRQ’s mission and broader research agenda, especially research in patient safety and 
prevention and care management research. AACOM recommends $400 million in FY 2013 for 
AHRQ’s base discretionary budget. This investment will preserve AHRQ’s current programs 
while helping to restore its critical health care safety, quality, and efficiency initiatives. 
AACOM is grateful for the opportunity to submit its views and looks forward to continuing to 
work with the Subcommittee on these important matters. 
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Concerning Fiscal Year 2013 Appropriations 

Submitted for the Record to the House Appropriations Subcommittee on 
Labor, Health and Human Services, Education, and Related Agencies - March 29, 2012 

The American College of Preventive Medicine (ACPM) urges the Labor, Health and Human 
Services, Education, and Related Agencies Appropriations Subcommittee to reaffirm its support 
for training preventive medicine physicians and other public health professionals by providing $5 
million in FY 2013 for preventive medicine residency training under the public health and 
preventive medicine line item in Title VII of the Public Health Service Act. ACPM also 
supports the recommendation of the Health Professions and Nursing Education Coalition that 
$520 million be appropriated in FY 2013 to support all health professions and nursing education 
and training programs authorized under Titles VII and VIII of the Public Health Service Act. 

In today’s healthcare environment, the tools and expertise provided by preventive medicine 
physicians are integral to the effective functioning of our nation’s public health system. These 
tools and skills include the ability to deliver evidence-based clinical preventive services, 
expertise in population-based health sciences, and knowledge of the social and behavioral aspects 
of health and disease. These are the tools employed by preventive medicine physicians who 
practice in public health agencies and in other healthcare settings where improving the health of 
populations, enhancing access to quality care, and reducing the costs of medical care are 
paramount. As the body of evidence supporting the effectiveness of clinical and population- 
based interventions continues to expand, so does the need for specialists trained in preventive 


medicine. 
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Organizations across the spectrum have recognized the growing demand for preventive medicine 
professionals. The Institute of Medicine released a report in 2007 calling for an expansion of 
preventive medicine training programs by an “additional 400 residents per year” and the Council 
on Graduate Medical Education recommends increased funding for preventive medicine 
residency training programs. Additionally, the Association of American Medical Colleges 
released statements in 201 1 that stressed the importance of incorporating behavioral and social 
sciences in medical education as well as announcing changes to the Medical College Admission 
Test that would test applicants on their knowledge in these areas. This is a strong indicator of the 
increasing recognition of the need to take a broader view of health that goes beyond actual 
medical care, which is a unique focus and strength of preventive medicine residency training. 

In fact, preventive medicine is the only one of the 24 medical specialties recognized by the 
American Board of Medical Specialties that requires and provides training in both clinical 
medicine and public health. Preventive medicine physicians possess critical knowledge in 
population and community health issues, disease and injury prevention, disease surveillance and 
outbreak investigation, and public health research. They are well versed in leading collaborative 
efforts to improve health that include stakeholder groups from all aspects of an issue, including 
community, industry, healthcare provider, academic, payer, and government organizations, that 
address both healthcare-related and social and behavioral determinants of health. This diversity 
in also illustrates the value preventive medicine physicians offer to many different sectors, 
industries, and organizations. 
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According to HRSA and health workforce experts, there are personnel shortages in many public 
health occupations, including among others, epidemiologists, biostatisticians, and environmental 
health workers. Exacerbating these shortages is a shrinking supply of physicians trained in 
preventive medicine: 

• From 1970 to 2008, the percentage of total U.S. physicians self-designating as 
preventive medicine physicians decreased from 2.3% to 0.9%. 

• Between 1999 and 2006, the number of residents enrolled in preventive medicine 
training programs declined nearly 20%. 

• The number of preventive medicine residency programs decreased from 90 in 1999 to 
73 in 2011-2012. 


ACPM is deeply concerned about the shortage of preventive medicine-trained physicians and the 
ominous trend of even fewer training opportunities. The decline in numbers is dramatic 
considering the existing critical shortage of physicians trained to carry out core public health 
activities. This deficiency will lead to major gaps in the expertise needed to deliver clinical 
prevention and community public health. The impact on the health of those populations served 
by HRSA may be profound. 

Physicians training in the specialty of Preventive Medicine, despite being recognized as an 
underdeveloped national resource and in shortage for many years, are the only medical residents 
whose graduate medical education (GME) costs are not supported by Medicare, Medicaid or 
other third party insurers. Training occurs outside hospital-based settings and therefore is not 
financed by GME payments to hospitals. Both training programs and residency graduates are 
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rapidly declining at a time of unprecedented national, state, and community need for properly 
trained physicians in public health and disaster preparedness, prevention-oriented practices, 
quality improvement and patient safety. 

Currently, residency programs scramble to patch together funding packages for their residents. 
Limited stipend support has made it difficult for programs to attract and retain high quality 
applicants; faculty and tuition support has been almost non-existent. Directors of residency 
programs note that they receive many inquiries about and applications for training in preventive 
medicine; however, training slots often are not available for those highly qualified physicians 
who are not directly sponsored by an outside agency or who do not have specific interests in 
areas for which limited stipends are available (such as research in cancer prevention). 

The Health Resources and Services Administration (HRSA) — as authorized in Title VII of the 
Public Health Service Act — is a critical funding source for several preventive medicine residency 
programs, as it represents the largest federal funding source for these programs. HRSA fimding 
($3.5 million in FY 2012) currently supports only 40 preventive medicine residents across 9 
residency training programs. An increase of $1.5 million will allow HRSA to support nearly 20 
new preventive medicine residents. 

These programs directly support the mission of the HRSA health professions programs by 
facilitating practice in underserved communities and promoting training opportunities for 
underrepresented minorities: 

• Forty percent of HRS A-supported preventive medicine graduates practice in medically 
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underserved conununities, a rate four times the average for all health professionals. These 
physicians are meeting a critical need in these underserved communities. 

• One-third of preventive medicine residents funded through HRSA programs are under- 
represented minorities, which is three times the average of minority representation among all 
health professionals. 

• Fourteen percent of all preventive medicine residents are under-represented minorities, the 
largest proportion of any medical specialty. 

The chronic disease epidemic is imperiling the future of our nation’s health and prosperity. 
Correcting the root causes of this critical problem will require a multidisciplinary approach that 
addresses issues of access to healthcare, social and environmental influences, and behavioral 
choices. ACPM applauds the initiation of new programs such as the Community Transformation 
Grant that take this broad view of the determinants of chronic disease. However, any efforts to 
strengthen the public health infrastructure and transform our communities into places that 
encourage healthy choices must include measures to strengthen the existing training programs 
that help produce public health leaders. 

Many of the leaders of our nation’s local and state health departments are trained in preventive 
medicine. Their unique combination of expertise in both medical knowledge and public health 
make them ideal choices to head the charge against chronic disease as well as other threats to our 
nation’s health. Investing in the residency programs that provide physicians with the training and 
skills to take on these leadership positions is an essential part of keeping Americans healthy and’ 
productive. 
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IDUCATION 

ASSOCIATION 


Statement for the Record 
by 

American Dental Education Association 
U.S. House of Representatives 

Subcommittee on Labor, Health and Human Services, Education and Related Agencies 

FY 2013 Appropriations 

Regarding the Department of Health and Human Services 


The American Dental Education Association (ADEA), on behalf of all 61 dental schools in 
the United States, 700 dental residency training programs, nearly 600 allied dental programs, as 
well as more than 12,000 faculty who educate and train the nearly 50,000 students and 
residents attending these institutions, submits this statement for the record and for your 
consideration as you begin to prioritize fiscal year 2013 appropriation requests. 

ADEA urges you to preserve the funding and ftjndamental structure of federal programs that 
provide access to oral health care for underserved populations, funding for cutting-edge oral 
research, access to careers in dentistry and oral health services and funding for programs that 
help promote diversity in the health care professions. Oral health services are provided through 
our campuses and offsite dental clinics where students and faculty provide patient care as 
dental homes to the uninsured and underserved populations. However, in order to continue to 
provide these services, there must be adequate funding. 

We are asking the committee to protect and maintain adequate funding for the dental 
programs in Title VII of the Public Health Service Act; the National Institutes of Health 
(NIH) and the National Institute of Dental and Craniofacial Research (NIDCR); the Dental 
Health Improvement Act; Part F of the Ryan White HIV/AIDS Treatment and Moderni 2 :ation 
Act: the Dental Reimbursement Program and the Community-Based Dental Partnerships 
Program; and State-Based Oral Health Programs at the Centers for Disease Control and 
Prevention. These programs enhance and sustain state oral health departments, fund public 
health programs proven to prevent oral disease, fund research to eradicate dental disease, and 
fund programs to develop an adequate workforce of dentists with advanced training to serve ail 
segments of the population including children, the elderly, and those suffering from chronic and 
life-threatening diseases. We elaborate below the merits of each program. 

$32 million for Primary Oral Healthcare Workforce Improvemente (HHS) 

The dental programs in Title VII. Section 748 of the Public Health Service Act that provide 
training in general, pediatric, and public health dentistry and dental hygiene are critical. Support 
for these programs will help to ensure there will be an adequate oral health care workforce to 
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care for the American public. The funding supports pre-doctoral oral health education and 
postdoctoral pediatric, general, and public health dentistry training. The investment that Title VII 
makes not only helps to educate dentists and dental hygienists, but also expands access to 
care for underserved populations. 

Additionally, Section 748 addresses the shortage of professors in dental schools with the dental 
faculty loan repayment program and faculty development courses for those who teach pediatric, 
general, or public health dentistry or dental hygiene. There are currently over 200 open faculty 
positions in dental schools. These two programs provide schools with assistance in recruiting 
and retaining faculty. ADEA is increasingly concerned that the oral health research community 
is not growing and that the pipeline of new researchers is inadequate to address future needs. 

$32 billion for the National Institutes of Health, including $450 million for the National 
Institute of Dental and Craniofacial Research fNIDCR) 

Discoveries stemming from dental research have reduced the burden of oral diseases, led to 
better oral health for millions of Americans, and uncovered important associations between oral 
and systemic health. Dental researchers are poised to make breakthroughs that can result in 
dramatic progress in medicine and health, such as repairing natural form and function to faces 
destroyed by disease, accident, or war injuries; diagnosing systemic disease from saliva instead 
of blood samples; and deciphering the complex interactions and causes of oral health disparities 
involving social, economic, cultural, environmental, racial, ethnic, and biological factors. Dental 
research is the underpinning of the profession of dentistry. With grants from NIDCR, dental 
researchers in academic dental institutions have built a base of scientific and clinical knowledge 
that has been used to enhance the quality of the nation’s oral health and overall health. 

Also, dental scientists are putting science to work for the benefit of the health care system 
through translational research, comparative effectiveness research, health information 
technology, health research economics, and further research on health disparities. NIDCR 
continues to make disparities a priority with continued funding for the Centers for Research to 
Reduce Disparities in Oral Health at Boston University; the University of California at San 
Francisco; the University of Colorado at Denver; the University of Florida; and the University of 
Washington. 

$19 million for Part F of the Rvan White HIV/AIDS Treatment and Modernization Act: 
Dental Reimbursement Program (DRP> and the Community-Based Dental Partnerships 
Program 

Patients with compromised immune systems are more prone to oral infections like periodontal 
disease and tooth decay. By providing reimbursement to dental schools and schools of dental 
hygiene, the Dental Reimbursement Program (DRP) provides access to quality dental care for 
people living with HiV/AIDS while simultaneously providing educational and training 
opportunities to dental residents, dental students, and dental hygiene students who deliver the 
care. DRP is a cost-effective federal/institutional partnership that provides partial reimbursement 
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to academic dental institutions for costs incurred in providing dental care to people living with 
HIV/AIDS, 

$107 million for Title VII Diversity and Student Aid Programs 

• $24 million for Centers of Excellence (COE) 

• $60 million for Scholarships for Disadvantaged Students (SDS) 

• $22 million for Health Careers Opportunity Program (HCOP) 

• $1.2 million for Faculty Loan Repayment Program (FLRP) 

Title VII Diversity and Student Aid programs play a critical role in helping to diversify the health 
profession’s student body and thereby the health care workforce. For the last several years, 
these programs have not enjoyed adequate funding to sustain the progress that is necessary to 
meet the challenges of an increasingly diverse U.S. population. ADEA is most concerned that 
the Administration did not request any funds for HCOP. HCOP helps schools provide 
opportunities to students from disadvantaged backgrounds to develop the skills needed to enter 
the health professions. These programs are significant because students from disadvantaged 
backgrounds are more likely to return to those areas to serve the communities. 

$2S million for the Division of Oral Health at the Centers for Disease Control and 
Prevention (CPC) 

The CDC Division of Oral Health expands the coverage of effective prevention programs. The 
program increases the basic capacity of state oral health programs to accurately assess the 
needs of the state, organize and evaluate prevention programs, develop coalitions, address oral 
health in state health plans, and effectively allocate resources to the programs. This strong 
public health response is needed to meet the challenges of oral disease affecting children, and 
vulnerable populations. 

We are disappointed that the President’s request represents only a marginal increase over FY 
2012 appropriated levels, well below an amount needed to keep up with inflation. The 
appropriated level for fiscal year 2012 and the request for fiscal year 2013 are below the 
inadequate level of FY 2011 appropriations. We look fonvard to sharing information with the 
committee in the coming weeks about the impact that the current path of funding will have on 
the overall health and preparedness of the nation’s states and communities. 

Thank you for your consideration of this request. ADEA looks fonward to working with you to 
ensure the continuation of congressional support for these critical programs. Please feel free to 
use us a resource. We can be reached by contacting Yvonne Knight, J.D., Senior Vice 
President for Advocacy and Governmental Relations at kniahtv@adea.ora . 
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March 29, 2012 

AMERICAN GERIATRICS SOCIETY 

Written Testimony for the Subcommittee on Labor. Health and Human Services, Education and Related 
Agencies of the House Aoorooriations Committee 

FY 2013 Aoorooriations for the Department of Health and Human Services 

• Title VII Geriatrics Health Professions Programs 

• Title VIII Comprehensive Geriatric Education Nursing Program 

• The National Institute on Aging 

Mr. Chairman and Members of the Subcommittee: 

We submit this testimony on behaif of the American Geriatrics Society (AGS), a non-profit 
organization of over 6,000 geriatrics heaithcare professionals dedicated to improving the health, 
independence and quality of life of all older Americans. As the Subcommittee works on its fiscal year (FY) 
2013 Labor-HHS-Education Appropriations bill, we ask that you prioritize funding for the geriatrics 
education and training programs under Title VII and Title VIII of the Public Health Service Act and for 
research funding within the National Institute on Aging. Continued Federal investments are needed to 
support the training of the health care workforce and to foster groundbreaking medical research so that 
our nation is prepared to meet the unique health care needs of the rapidly growing population of seniors. 

We ask that the subcommittee consider the following recommended funding levels for these 
programs in FY 2013: 

■ $37.6 million for Title VII Geriatrics Health Professions Programs 

■ $5 million for Title VIII Comprehensive Geriatric Education Nursing Program 

■ $1.4 billion for the National Institute on Aging 

While we recognize the fiscal challenges facing our nation, sustained and enhanced federal 
investments in these initiatives are essential to delivering higher quality, better coordinated and more cost 
effective care to our nation's seniors. We request that Congress provide the additional investments 
necessary to expand and enhance the geriatrics workforce, which is an integral component of the primary 
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care workforce, and to also fulfill the goals of the National Alzheimer's Project Act and its draft 
implementation plan as set forth in the National Action Plan on Alzheimer's disease. 

PROGRAMS TO TRAIN GERIATRICS HEALTH CARE PROFESSIONALS 

Our nation is facing a critical shortage of geriatrics faculty and health care professionals across 
disciplines. This trend must be reversed if we are to provide our seniors with the quality care they need 
and deserve. Care provided by geriatric health care professionals, who are trained to care for individuals 
who are the most complex and frail and who account for 80% of our Medicare expenditures, has been 
shown to reduce common and costly conditions that are often preventable with appropriate care, such as 
falls, polypharmacy, and delirium. Furthermore, HRSA's budget justification recognizes this urgency by 
identifying "enhancing geriatric/elder care training and expertise" as a top priority. 

Title VII Geriatrics Health Professions Programs ($37.6 million) 

These programs support three initiatives: the Geriatric Academic Career Awards (GACAs), the 
Geriatric Education Center (GEC) program, and geriatric faculty fellowships. These are the only programs 
specifically designed to address the well-documented shortage of geriatrics health care professionals in the 
U.S. We ask the subcommittee to provide a FY 2013 appropriation of $37.6 miliion for Title VII Geriatrics 
Heaith Professions Programs. 

Our funding request breaks down as foilows: 

■ Geriatric Academic Career Awards (GACAs) ($5.5 miilion) 

GACAs support the development of newly trained geriatric clinicians in academic medicine who are 
committed to teaching geriatrics in medical schools across the country. GACA recipients are required to 
provide training in clinical geriatrics, including the training of interdisciplinary teams of health care 
professionals. Our budget request of 55.5 million would support GAC awardees in their development as 
clinician educators. 
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Program Accomplishments: In Academic Year 2010-2011, the GACA program funded 68 full time 
Junior faculty awardees. These awardees provided interdisciplinary training in geriatrics to 38,392 
health professionals in clinical geriatrics; provided interdisciplinary team training to 6,617 clinical staff in 
various geriatric clinical settings; and provided geriatric services to 57,364 geriatric patients who are 
underserved and uninsured patients in acute care, geriatric ambulatory care, long-term care, and 
geriatric consultation services settings. 

■ Geriatric Education Centers (GECs) ($20.0 million) 

GECs provide grants to support collaborative arrangements involving several health professions, 
schools and health care facilities to provide multidisciplinary training in geriatrics, including assessment, 
chronic disease syndromes, care planning, emergency preparedness, and cultural competence unique to 
older Americans. Our funding request of $20.0 million includes continued support for the core work of 
45 GECs. 

Program Accomplishments: In Academic Year 2010-2011, the 45 GEC grantees developed and 
provided 2,103 education and training offerings to health professions students, faculty, and 
practitioners related to care of the older adult. Interdisciplinary education and training was provided to 
10,703 interdisciplinary teams. The grantees provided education and training to 64,414 health 
professions students, faculty, and practitioners. 

■ Geriatric Training for Physicians, Dentists, Behavioral/Mental Health Professions ($8.8 miilion) 

This program is designed to train physicians, dentists, and behavioral and mental health 
professionals who choose to teach geriatric medicine, dentistry or psychiatry. The program provides 
fellows with exposure to older adult patients in various levels of wellness and functioning, and from a 
range of socioeconomic and racial/ethnic backgrounds. Our funding request of 58.8 million will allow 13 
institutions to continue this important faculty development program. 
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Program Accomplishments: In Academic Year 2010-2011, 13 non-competing continuation grants 
were supported. A total of 54 physicians, dentists and psychiatry fellows provided geriatric care to 
24,139 older adults across the care continuum. Geriatric physician fellows provided health care to 
13,788 older adults; geriatric dental fellows provided health care to 4,834 older adults; and geriatric 
psychiatric fellows provided health care to 5,516 older adults. 

■ Geriatric Career Incentive Awards Program ($3.3 million) 

This grant program was created under ACA to foster greater interest among a variety of health 
professionals in entering the field of geriatrics, long-term care, and chronic care management. AGS 
requests 53.3 miilion to support implementation of this program as reflected in the President's budget. 

Title vm Comorehensive Geriatric Education Nursing Program (SS.O million) 

The American health care delivery system for older adults will be further strengthened by federal 
investments in Title VIII Nursing Workforce Development Programs, specifically the comprehensive geriatric 
education grants, as nurses provide cost-effective, quality care. This program supports additional training 
for nurses who care for the elderly, development and dissemination of curricula relating to geriatric care, 
and training of faculty in geriatrics. It also provides continuing education for nurses practicing in geriatrics. 

Additionally, under ACA, this program is being expanded to include advanced practice nurses who 
are pursuing long-term care, geropsychiatric nursing or other nursing areas that specialize in the care of 
older adults. Our funding request of S5.0 million includes funds to continue the training of nurses caring for 
older Americans and offer traineeships to nurses under this newly expanded program. 

Program Accomplishments: In Academic Year 2010-2011, 27 non-competing Comprehensive 
Geriatric Education (CGEP) grantees provided education and training to 3,645 registered nurses, 1,238 
registered nursing students, 870 direct service workers, 569 licensed practical/vocational nurses, 264 
faculty and 5,344 allied health professionals. 
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RESEARCH FUNDING INITIATIVES - National Institute on Aeine (Sl.4 billionl 

The NIA leads a broad scientific effort to understand the nature of aging and to extend the healthy, 
active years of life. Continued federal investnnents in scientific research, including comparative 
effectiveness initiatives, will ensure that the NIA has the resources to succeed in its mission to establish 
research networks, assess clinical interventions and disseminate credible research findings to patients, 
providers and payers of health care. 

As a member of the Friends of the NIA, a broad-based coalition of more than 45 aging, disease, 
research, and patient groups committed to the advancement of medical research that affects millions of 
older Americans, AGS asks that NIA receive 51.4 billion in FY 2013 . 

According to the Congressional Research Service, in FY 2003, NIH reached the peak of its purchasing 
power from regular appropriations when Congress completed a five-year doubling of the NIH budget. In 
each year since then, NIH's buying power has declined because its annual appropriations have grown at a 
lower rate than the inflation rate for medical research. 

Essentially flat funding of NIH since 2003 has additionally led to declining numbers of young 
investigators choosing research careers, given the scarcity of funding to support their career development. 
We must provide the resources and tools to support the next generation of investigators and expand the 
pool of clinical researchers focused on advancing aging research. 

In closing, geriatrics Is at a critical juncture, with our nation facing an unprecedented Increase in the 
number of older patients with complex health needs. Strong support such as yours will help ensure that 
every older American is able to receive high-quality health care. 

Thank you for your consideration. 

Barbara Resnick, PhD, CRNP Jennie Chin Hansen, RN, MS, FAAN 

President Chief Executive Officer 
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Nicholas S. Hill, MD 
President, American Thoracic Society 
(202) 296. 9770 
Nmoore@thoracic.org 
1150 18*" St, N.W. #300 
Washington, DC 20036 

STATEMENT OF 

THE AMERICAN THORACIC SOCIETY 
submitted to 

THE HOUSE LABOR, HEALTH AND HUMAN SERVICES, AND EDUCATION 
APPROPRIATIONS SUBCOMMITTEE 

FISCAL YEAR 2013 LABOR, HEALTH AND HUMAN SERVICES, AND EDUCATION 

APPROPRIATIONS BILL 

DEPARTMENT OF HEALTH AND HUMAN SERVICES 
March 29, 2012 


SUMMARY: FUNDING RECOMMENDATIONS (in miUions $) 


National Institutes of Health 

$32,000 

National Heart, Lung & Blood Institute 

$3,214 

National Institute of Allergy & Infectious Disease 

$4,701 

National Institute of Environmental Health Sciences 

$717.7 

Fogarty International Center 

$72.7 

National Institute of Nursing Research 

$151 

Centers for Disease Control and Prevention 

$7,800 

National Institute for Occupational Safety & Health 

$293.6 

Asthma Programs 

$25.3 

Diy. of Tuberculosis Elimination 

$243 

Office on Smoking and Health 

$197.1 

National Sleep Awareness Roundtable (NSART) 

$1 


The American Thoracic Society (ATS) is pleased to submit our recommendations for programs 
in the Labor Health and Human Services and Education Appropriations Subcommittee purview. 
Founded in 1905, the ATS is an international education and scientific society that focuses on 
respiratory and critical care medicine. The ATS’s 15,000 members help prevent and fight 
respiratory disease through research, education, patient care and advocacy. 

LUNG DISEASE IN AMERICA 

Diseases of breathing constitute the third leading cause of death in the U.S., responsible for one 
of every seven deaths. Diseases affecting the respiratory (breathing) system include chronic 
obstructive pulmonary disease (COPD), lung cancer, tuberculosis, influenza, sleep disordered 
breathing, pediatric lung disorders, occupational lung disease, sarcoidosis, asthma, and critical 
illness. The death rate due to COPD has doubled within the last 30 years and is still increasing, 
while the rates for the other three top causes of death (heart disease, cancer and stroke) have 
decreased by over 50%. The number of people with asthma in the U.S. has surged over 150% 
since 1980 and the root causes of the disease are still not fully known. 
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National Institutes of Health 

The NIH is the world’s leader in groundbreaking biomedical health research into the prevention, 
treatment and cure of diseases such as lung cancer, COPD and tuberculosis. Eighty-five percent 
of the NIH budget is invested in U.S. communities through universities, medical schools, 
hospitals and innovative small businesses, creating jobs and economic productivity. 

Due to the combination of funding that has not kept pace with biomedical research and inflation 
and the rising costs of doing research, the number of research project grants supported by the 
NIH is now at the lowest level since 2001 . The success rate for NIH grants has plummeted to 
below 14%, which means that more than 85% of meritorious research is not being funded. 
Without a funding increase in FY2013 to sustain the research pipeline, the NIH will be forced to 
reduce the number of research grants funded, which will result in the halting of vital research 
into diseases affecting millions around the world. We ask the subcommittee to provide S32 
billion in funding for the NIH in FY2013. 

Despite the rising lung disease burden, lung disease research is underfunded. In FYll, lung 
disease research represented just 23.4% of the National Heart Lung and Blood Institute’s 
(NHLBI) budget. Although COPD is the third leading cause of death in the U.S., research 
funding for the disease is a small fraction of the money invested for the other three leading 
causes of death. In order to stem the devastating effects of lung disease, research funding must 
continue to grow. 

Centers for Disease Control and Prevention 

In order to ensure that health promotion and chronic disease prevention are given top priority in 
federal funding, the ATS supports a funding level for the Centers for Disease Control and 
Prevention (CDC) that enables it to carry out its prevention mission, and ensure a translation of 
new research into effective state and local public health programs. We ask that the CDC budget 
be adjusted to reflect increased needs in chronic disease prevention, infectious disease control, 
including TB control to prevent the spread of drug-resistant TB, and occupational safety and 
health research and training. The ATS recommends a funding level of $7.8 billion for the 
CDC in FY2013. 

COPD 

COPD is the third leading cause of death in the United States and the third leading cause of death 
worldwide, yet the disease remains relatively unknown to most Americans. COPD is the term 
used to describe the limitation in breathing due mainly to emphysema and chronic bronchitis. 
CDC estimates that 12 million patients have COPD; an additional 12 million Americans are 
unaware that they have this life threatening disease. In 2010, the estimated economic cost of lung 
disease in the U.S. was $186 billion, including $117 billion in direct health expenditures and $69 
billion in indirect morbidity and mortality costs. 

Despite the growing burden of COPD, the U.S. does not currently have a comprehensive public 
health action plan on the disease. The ATS urges Congress to direct the NHLBI to develop a 
national action plan on COPD, in coordination with the Centers for Disease Control and 
Prevention (CDC) to expand COPD surveillance, development of public health interventions and 
research on the disease and increase public awareness of the disease. The NHLBI has shown 
successful leadership in educating the public about COPD through the COPD Education and 
Prevention Program. 
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CDC has an additional role to play in this work. We urge CDC to include COPD-based 
questions to future CDC health surveys, including the National Health and Nutrition Evaluation 
Survey (NHANES), the National Health Information Survey (NHIS) and the Behavioral Risk 
Factor Surveillance Survey (BRFSS). 

TOBACCO CONTROL 

Cigarette smoking is the leading preventable cause of death in the U.S., responsible for one in 
five deaths annually. The ATS is pleased that the Department of Health and Human Services has 
made tobacco use prevention a key priority. The CDC’s Office of Smoking and Health 
coordinates public health efforts to reduce tobacco use. In order to significantly reduce 
tobacco use within five years, as recommended by the subcommittee in FY2010, the ATS 
recommends a total funding level of $197 million for the Office of Smoking and Health in 
FY2013. 

PEDIATRIC LUNG DISEASE 

The ATS is pleased to report that infant death rates for various lung diseases have declined for 
the past ten years. In 2007, of the 10 leading causes of infant mortality, 4 were lung diseases or 
had a lung disease component. Many of the preeursors of adult respiratory disease start in 
childhood. Many children with respiratory illness grow into adults with COPD. It is estimated 
that 23 million people suffer from asthma, including an estimated 7.1 million children. While 
some children appear to outgrow their asthma when they reach adulthood, 75 percent will require 
life-long treatment and monitoring of their condition. The ATS encourages the NHLBI to 
continue with its research efforts to study lung development and pediatric lung diseases. 

ASTHMA 

Asthma is a significant public health problem in the United States. Approximately 25 million 
Americans currently have asthma, including 7.1 million children. In 2009, 3,445 Americans in 
2009 died as a result of asthma exacerbations. Asthma is the third leading cause of 
hospitalization among children tmder the age of 1 5 and is a leading cause of school absences 
from chronic disease. The disease costs our healthcare system over $50.1 billion per year. 
Aifncan Americans have the highest asthma prevalence of any racial/ethnic group and the age- 
adjusted death rate for asthma in this population is three times the rate in whites. 

The President’s FY2013 budget request proposes to merge the CDC’s National Asthma Control 
Program with the Healthy Homes/Lead Poisoning Prevention Program and recommends funding 
cuts to the combined programs of over 50 percent. The ATS is deeply concerned that this 
proposal would drastically reduce states’ capacity to implement a proven public health response 
to this disease. Asthma public health interventions are cost-effective. A study published in the 
American Journal of Respiratory Critical Care recently found that for every dollar invested in 
asthma interventions, there was a $36 benefit. We ask that in your appropriations request for 
FY2013 that funding for CDC’s National Asthma Control Program be maintained at a 
funding level of at least $25.3 million and that the National Asthma Control Program 
remain as a distinct, stand-alone program. 

SLEEP 

Several research studies demonstrate that sleep-disordered breathing and sleep-related illnesses 
affect an estimated 50-70 million Americans. The public health impact of sleep illnesses and 
sleep disordered breathing is still being determined, but is known to include increased mortality, 
traffic accidents, lost work and school productivity, cardiovascular disease, obesity, mental 
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health disorders, and other sleep-related comorbidities. Despite the increased need for study in 
this area, research on sleep and sleep-related disorders has been underfimded. The ATS 
recommends a funding level of SI million in FY13 to support activities related to sleep and 
sleep disorders at the CDC, including for the National Sleep Awareness Roundtable 
(NSART), surveillance activities, and public educational activities. The ATS also 
recommends an increase of funding for research on sleep disorders at the Nation Center for Sleep 
Disordered Research (NCSDR) at the NHLBI. 

TUBERCULOSIS 

Tuberculosis (TB) is the second leading global infectious disease killer, claiming 1.4 million 
lives each year. It is estimated that 9-12 million Americans have latent tuberculosis. Drug- 
resistant TB poses a particular challenge to domestic TB control due to the high costs of 
treatment and intensive health care resources required. Treatment costs for multidrug-resistant 
(MDR) TB range from $100,000 to $300,000. The global TB pandemic and spread of drug 
resistant TB present a persistent public health threat to the U.S. 

Despite declining rates, persistent challenges to TB control in the U.S. remain. Specifically: (1) 
racial and ethnic minorities continue to suffer from TB more than majority populations; (2) 
foreign-bom persons are adversely impacted; (3) sporadic outbreaks occur, outstripping local 
capacity; (4) continued emergence of dmg resistance; and (5) there are critical needs for new 
diagnostics, treatment and prevention tools. 

The Comprehensive Tuberculosis Elimination Act (CTEA, P.L. 110-392), enacted in 2008, 
reauthorized programs at CDC with the goal of putting the U.S. back on the path to elmunating 

TB. The ATS, recommends a funding level of $243 million in FY 2013 for CDC’s Division 
of TB Elimination, as authorized under the CTEA, and encourages the NIH to expand 
efforts, as requested under the CTEA, to develop new tools to reduce the rising global TB 
burden. 

CRITICAL ILLNESS 

The burden associated with the provision of care to critically ill patients is enormous, and is 
anticipated to increase significantly as the population ages. Approximately 200,000 people in the 
United States require hospitalization in an intensive care unit because they develop a form of 
pulmonary disease called Acute Lung Injury. Despite the best available treatments, 75,000 of 
these individuals die each year from this disease. To put that in context, that is the 
approximately the number of deaths each year due to breast cancer, colon cancer, and prostate 
cancer combined. This disease can be triggered by a variety of causes, including infections, 
drowning, traumatic accidents, bum injuries, dmgs, aspiration of stomach contents into the lung, 
blood transfusions and inhalation of toxic substances. 

Investigation into diagnosis, treatment and outcomes in critically ill patients should be a high 
priority, and the NIH should be encouraged and funded to coordinate Investigation related to 
critical illness in order to meet this growing national imperative. 

FOGARTY INTERNATIONAL CENTER 

The Fogarty International Center (FIC) at NIH provides training grants to U.S. universities to 
teach AIDS treatment and research techniques to international physicians and researchers. 
Because of the link between AIDS and TB infection, FIC has created supplemental TB training 
grants for these institutions to train international health professionals in TB treatment and 
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research. These training grants should be expanded and offered to all institutions. The ATS 

recommends Congress provide $72.8 million for FIC in FY2013, to allow expansion of the 
TB training grant program from a supplemental grant to an open competition grant. 

RESEARCHING AND PREVENTING OCCUPATIONAL LUNG DISEASE 

As Congress considers funding priorities for Fiscal Year 2013, the ATS urges the subcoimmttee 
to provide at least level funding for the National Institute for Occupational Safety and Health 
(NIOSH). NIOSH, within the Centers for Disease Control and Prevention (CDC), is the primary 
federal agency responsible for conducting research and making recommendations for the 
prevention of work-related illness and injury. NIOSH provides national and world leadership to 
avert workplace illness, injury, disability, and death by gathering information, conducting 
scientific research, and translating this toowledge into products and services. NIOSH supports 
programs in every state to improve the health and safety of workers. 

CONCLUSION 

Lung disease is a growing problem in the U.S. The level of support this subcommittee approves 
for lung disease programs should reflect the urgency illustrated by these numbers. The ATS 
appreciates the opportunity to submit this statement to the subcommittee. Please contact Nuala 
Moore, Sr. Legislative Representative, at NMoore@,thoracic .ore, or 202.296.9770 for more 
information. 
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Statement of the American Society for Microbiology 
Submitted to the 

House Committee on Appropriations 

Subcommittee on Labor, Health and Human Services, Edtication and Related Agencies 
On the Fiscal Year 2013 Appropriation for the Centers for Disease Control and Prevention 

March 26, 2012 

The American Society for Microbiology (ASM) is pleased to submit the following statement on 
the Fiscal Year (FY) 2013 appropriation for the Centers for Disease Control and Prevention 
(CDC). The ASM is the largest single life science organization in the world with approximately 
38,000 members. The ASM strongly supports the leadership role of CDC, in partnership with 
state and local health departments and global organizations, in safeguarding the public health and 
protecting against infectious disease threats through surveillance, laboratory diagnosis, and 
control and prevention strategies. 

The ASM is greatly concerned that the proposed FY 20 1 3 budget for CDC of $ 5 . 1 billion 
represents a decrease of $664 million, or 1 1 .6 percent. The CDC budget may be reduced in FY 
2013 by an additional 8 percent as the result of an across-the-board, sequestration provision in the 
Budget Control Act. The FY 2013 decreases accelerate declines in CDC’s funding that have 
occurred in the past several years. Such cuts will inevitably have a severe impact on CDC’s 
ability to protect the nation from disease threats and public health emergencies. CDC oversees 
programs that are critical to addressing vaccine preventable diseases, foodbome diseases, 
pandemic influenza, vector-borne and zoonotic diseases, high consequence pathogens, 
antimicrobial resistance, healthcare acquired infections, and outbreak response activities. Because 
of declining funding for CDC in recent years, its core infectious disease budget has eroded and 
these reductions threaten core epidemiology, laboratory and surveillance capacity, as well as 
modem technologies and methods to ensure that CDC laboratories, researchers and outbreak 
response teams are able to continue critical infectious disease activities, in the past, declines in 
resources for prevention and control of infectious diseases have resulted in disease reemergence, 
leading to significantly higher costs for the health care system and for disease containment 
efforts. The ominous increase in measles cases seen in the United States in 201 1 is an example of 
the potential for disease reemergence when public health programs are not optimized. 

Although concerned about CDC’s overall budget, the ASM does support those areas that have 
received funding increases. These include the proposed increase for the National Center for 
Emerging and Zoonotic Infectious Diseases (NCEZID) of $27 million and for the National Center 
for UIV/AIDS, Viral Hepatitis, Sexually Transmitted Infections and Tuberculosis Prevention of 
$35 million. The NCEZD includes CDC’s antimicrobial resistance activities for surveillance, 
data collection and stewardship which require additional resources to address the danger of 
pathogens resistant to antibiotics. The ASM is pleased to see the increase of $ 1 7 million for food 
safety activities to restore and improve state and local surveillance and outbreak response 
capacity and move toward implementation of CDC’s provisions of the Food Safety 
Modernization Act including Centers of Excellence. The ASM also supports the increase of 
$12.6 million for the National Healthcare Safety Network (NHSN). This investment is needed as 
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the number of hospitals, long term care facilities, and hemodialysis centers that are now using 
NHSN has risen dramatically in the last two years in response to state and federal efforts to 
control healthcare associated infections. The additional funds for NHSN will allow CDC to 
maintain and update the system to meet the increased demands and optimally target prevention 
and control measures. 

The ASM is concerned about the proposed cut of $15.5 million in funding to state and local 
preparedness and response capacity which threatens the nation’s preparedness for infectious 
disease outbreaks and other hazards. The Strategic National Stockpile is reduced by $64 million 
in the Administration’s proposed budget. CDC is one of the few federal agencies providing 
continuous surveillance, detection and response for chemical, biological, radiological and nuclear 
threats, as well as natural disasters, outbreaks and epidemics. CDC fulfills this critical role by 
supporting state and local health departments, safeguarding deadly pathogens, managing the 
Strategic National Stockpile, creating national tracking and surveillance systems and overseeing 
the national laboratory network. The FY 2013 budget represents a decrease of $54 million below 
FY 2012 for these critical activities, including elimination of funding for the Academic Centers 
for Public Health Preparedness. We urge Congress to reject these reductions and to restore 
funding for these important programs. 

CDC Funding Supports Strategies to Protect Public Health 

CDC activities are critical to preventing disease and disability across the United States and 
abroad. Through partnerships with local, state, federal, and international institutions, CDC has 
created disease prevention campaigns that combine scientific research, public education and 
training of health professionals, case surveillance systems, and prevention protocols. Only 
programs of wide scope and complexity like those administered by CDC can be effective against 
major health issues, such as drug resistant pathogens and microbial threats to the nation’s food 
supply. 

Antimicrobial Resistance. Both US and global health officials list microorganisms resistant to 
available drugs as one of their top priorities. According to the World Health Organization 
(WHO), there are about 440,000 new cases of multidrug resistant tuberculosis (MDR TB) each 
year and at least 150,000 MDR TB deaths. Drug resistant cases of malaria and cholera are rising 
in number, and healthcare facilities worldwide are beset by unacceptable rates of AR infections 
like methicillin resistant Staphylococcus aureus (MRSA) and Clostridium difficile infections 
(CDI). Recently CDC surveillance has collected case reports from across the United States of 
bacteria, including E. coli, that produce Klebsiella pneumoniae carbapenemase (KPC), an enzjmie 
that makes bacteria resistant to most known treatments. 

In large part due to CDC partnerships and prevention initiatives, there has been a 60 percent 
reduction of MRSA in Veterans Administration facilities and a 2010 report demonstrated a 
significant MRSA decline in US healthcare settings in general. CDC data also show that rates of 
MRSA bloodstream infections in hospitalized patients fell nearly 50 percent from 1997 to 2007. 
Last November, CDC initiated a new antibiotic tracking system within its National Healthcare 
Safety Network (NHSN) for monitoring in hospital antibiotic use electronically. Promotion of 
appropriate antimicrobial stewardship is a critical component of a comprehensive program to 
reverse the impact of antibiotic resistance. 

Healthcare Associated Infections (HAIs). Pathogens like MRSA that are increasingly resistant 
to therapeutics are particularly alarming among vulnerable patients being treated for other 
medical conditions. Last year CDC expanded its NHSN surveillance system from 3,400 to 5,000 
hospitals, hemodialysis and long term acute care facilities, and other facilities faced with patient 
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infections acquired in house. NHSN data are strong evidence that CDC education and 
surveillance programs achieve gains against these infections. For example, infections reported to 
NHSN that declined in 2010 included a 33 percent reduction in central line associated 
bloodstream infections and 35 percent among critical care patients. Such declines result in 
billions of dollars of cost savings to the healthcare system, although the economic and human 
costs of HAIs remain far too high. CDC estimates that 1 out of 20 hospitalized patients \vill 
develop an infection while receiving treatment for other conditions. Continued investments in 
addressing other costly healthcare associated infections such as surgical site infections and 
ventilator associated pneumonia should have similar impacts to those seen with bloodstream 
infections. 

Immunization. CDC campaigns have made impressive progress against childhood vaccine 
preventable diseases in the US and, jointly with WHO and other stakeholders, worldwide. A 
recent CDC report listing the most significant global public health achievements in the past 
decade included various vaccination programs that prevent 2.5 million deaths every year among 
young children, that is, measles, polio, and diphtheria tetanus pertussis vaccinations. Global 
mortality from measles has declined from an estimated 733,000 deaths in 2000 to 164,000 in 
2008. Since 1988, polio incidence has fallen by 99 percent, from more than 350,000 cases to 
1,410 in 2010, with four remaining endemic countries. In December, CDC activated its 
Emergency Operations Center to strengthen its partnership with the Global Polio Eradication 
Initiative. However, more than 1 million infants and young children still die from vaccine 
preventable pneumococcal disease and rotavirus diarrhea every year, and multiple other diseases 
take lives that could be saved through immunization. However, as noted above, the increase in 
measles cases seen in the US in 201 1 and similar increases in pertussis in 2010-2011 
demonstrates the importance of continued investment in vaccination programs to keep these 
diseases at bay. 

The CDC continues to make progress in raising immunization coverage levels for some of the 
newly available vaccines. In the United States, vaccinating infants against rotavirus has shovm 
impressive gains against a major cause of severe diarrhea in infants and young children. Before 
introduction of the rotavirus vaccines in 2006, the pathogen was responsible for about 200,000 
emergency room visits and 55,000-70,000 hospitalizations per year. Intensive immunization 
campaigns resulted in high percentages of protected children, responsible for a 75 percent decline 
in rotavirus related hospitalizations in 2007-2008 compared with pre vaccine levels. Federal 
estimates indicate that for every dollar invested in immunizing Americans, we save $10.20 in 
direct medical costs. 

Food Safety. Based on surveillance data, CDC believes that foodbome contaminants are 
responsible for about 128,000 US hospitalizations annually. The 31 known microbial pathogens 
linked to foodbome illness account for an estimated 9.4 million of the roughly 47.8 million 
illnesses yearly, the remaining blamed on “unspecified agents.” Five pathogens targeted by CDC 
account for more than 90 percent of the identified agent cases; norovirus. Salmonella, 
Clostridium perfringens, Campylobacter, and Staphylococcus aureus. The agency’s food safety 
activities utilize multiple tools that include case reporting systems, public and food processor 
education, and product recalls. CDC will support five Food Safety Centers of Excellence at state 
health departments across the country. A 201 1 CDC report summarizing 15 years of case 
surveillance showed that illnesses from E. coli 0157 have been cut nearly in half and the overall 
rates of six foodbome infections have been reduced by 23 percent, but warned that Salmonella 
caused infections have risen 10 percent. However, problems like the 201 1 outbreak of listeriosis 
associated with cantaloupes, the deadliest foodbome outbreak in the United States in decades. 


3 



66 


demonstrates the importance of prompt recognition and response to foodbome disease, including 
laboratory capacity to make the diagnosis and fingerprint the strains. 

Public Safety and Preparedness. The ASM is concerned that the Administration’s FY 2013 
budget decreases fimding for some important CDC biodefense and emergency preparedness 
activities. Programs like the Strategic National Stockpile build our national capabilities against 
both intentionally released and naturally occurring infectious agent threats. The agency oversees 
a national laboratory network, develops science based expertise in numerous health threats, and 
serves as primary first responder during sporadic disease outbreaks, epidemics, and a broad 
spectrum of other crises. With state and local budgets strained economically, it is all the more 
important that CDC is able to fully support health departments across the country. The ASM also 
urges Congress recognize that funding is needed to ensure CDC’s own laboratories and personnel 
continue to serve as national and global leaders against infectious disease and other health threats. 

CDC Funding Supports Research and Education to Prevent Infections Disease 

The CDC Office of Infectious Diseases (OID), which oversees the National Center for 
Immunization and Respiratory Diseases, the National Center for Emerging and Zoonotic 
Infectious Diseases, and the National Center for HIV/AIDS, Viral Hepatitis, STD and TB 
Prevention addresses antimicrobial resistance, chronic viral hepatitis, food and water safety, 
healthcare associated infections, HIV/AIDS, respiratory infections, vaccine preventable diseases, 
and zoonotic and vectorbome diseases. The ASM strongly supports funding for OID efforts to 
identify, treat, and prevent a long list of infectious diseases that kill millions each year. CDC’s 
infectious disease programs play a critical role in protecting all Americans from the dangers of 
microbial threats, and we cannot allow these important functions to continue to erode. 

The ASM urges Congress to provide needed new resources in FY 2013 for the CDC budget to 
strengthen science based programs that have so effectively investigated, controlled, and, most 
importantly, prevented disease and disability. This funding is critical to maintaining the CDC 
laboratories, expert persoimel, education and prevention campaigns, and CDC supported 
collaborations that work together daily to protect people in this nation and worldwide. 
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Fiscal Year 2013 Statement of the American Society of Hematology 
House Appropriations Subcommittee on Labor, HHS, Education, and Related Agencies 

March 29, 2012 


The American Society of Hematology (ASH) thanks the Subcommittee for the opportunity to submit 
written testimony on the fiscal year (FY) 2013 Departments of Labor, Health and Human Services, and 
Education Appropriations Bill. 


ASH represents approximately 14,000 clinicians and scientists committed to the study and treatment of 
blood and blood-related diseases. These diseases encompass malignant disorders such as leukemia, 
lymphoma, and myeloma; life-threatening conditions, including thrombosis and bleeding disorders; and 
congenital diseases such as sickle cell anemia, thalassemia, and hemophilia. In addition, hematologists 
have been pioneers in the fields of bone marrow transplantation, stem cell biology and regenerative 
medicine, gene therapy, and the development of many drugs for the prevention and treatment of heart 
attacks and strokes. 


Over the past 60 years, American biomedical research has led the world in probing the nature of human 
disease. This research has led to new medical treatments, saved innumerable lives, reduced human 
suffering, and spawned entire new industries. This research would not have been possible without support 
from the National Institutes of Health (NIH). NIH-funded research drives medical innovation that 
improves health and quality of life through new and better diagnostics, improved prevention strategies, and 
more effective treatments. Discoveries gained through basic research yield the medical advances that 
improve the fiscal and physical health of the country. 

Funding for hematology research has been an important component of this investment in the nation’s 
health. With the advances gained through an increasingly sophisticated understanding of how the blood 
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system functions, hematologists have changed the face of medicine through their dedication to improving 
the lives of patients. As a result, children are routinely cured of acute lymphoblastic leukemia (ALL); more 
than 90 percent of patients with acute promyelocytic leukemia (APL) are cured with a drug derived from 
vitamin A; older patients suffering from previously lethal chronic myeloid leukemia (CML) are now 
effectively treated with well-tolerated pills; and patients with multiple myeloma are treated with new 
classes of drugs. 

Hematology advances also help patients with other types of cancers, heart disease, and stroke. Blood 
thinners effectively treat or prevent blood clots, pulmonary embolism, and strokes. Death rates from heart 
attacks are reduced by new forms of anticoagulation drugs. Stem cell transplantation can cure not only 
blood diseases but also inherited metabolic disorders, while gene therapy holds the promise of effectively 
treating even more genetic diseases. Even modest investments in hematology research have yielded large 
dividends for other disciplines. 

FY 2013 Funding Request: 

ASH supports the recommendation of the Ad Hoc Group for Medical Research that the Subcommittee 
recognize NIH as a critical national priority by providing at least $32 billion in funding in the FY 2013 
Labor-HHS-Education Appropriations bill. This funding recommendation represents the minimum 
investment necessary to avoid further loss of promising research and at the same time allows the NIH’s 
budget to keep pace with biomedical inflation. 

It is critically important that our country continues to capitalize on the momentum of previous investments 
to drive research progress to develop new treatments for serious disorders, train the next generation of 
scientists, create jobs, and promote economic growth and innovation. Adequate funding is necessary for 
NIH to sustain current research capacity and encourage promising new areas of science and cures. 
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For FY 2013. ASH Seeks Congressional Support for the Following Activities: 

In FY 2013, ASH also urges the Subcommittee to recognize the following areas of hematology research 
that have shown impressive progress and offer the potential of future advances: 

Stem Cells and Regenerative Medicine: Improving Current Technologies to Cure Blood Disorders 
Hematologists have been at the forefront of research in stem cell biology by studying blood cell 
development and exploring stem cells’ potential to repair damaged tissue, fight infections, and reduce 
autoimmune diseases. The techniques and principles used by hematologists in studying the blood system 
stem cells have been applied to stem cells from many other tissues with great success, spawning a huge 
research effort across all areas of medicine. 

Researchers have made significant progress in developing re-programmed adult cells, called induced 
pluripotent stem (iPS) cells, which can subsequently develop into any tissue of the body. iPS cells can be 
generated and used in patients who have genetic blood diseases as well as other complex diseases because 
they will not be attacked by a patient’s own immune system, they serve as a continuous source of cells, and 
they are amenable to genetic manipulation. 

Recent research has suggested that iPS cells can be manipulated to become blood stem cells and can be 
used as a transplant source for patients who do not have a matched donor. This will greatly enhance bone 
marrow and cord blood stem cell transplantation for the treatment of blood cancers and other hematologic 
disorders and subsequently inform our understanding of transplantation-related morbidities for other 
organs. iPS-generated red blood cells from rare blood types also could be used in blood banking as 
reagents to identify patients and blood units suitable for transfusion. 
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Future stem cell advances are highly dependent on the ability to transplant stem cells at high efficiencies 
and then have them perform well once transplanted. However, several barriers remain that currently 
prevent the clinical translation of iPS cell technology. Compared to other sources of stem cells, iPS cells 
have slower growth kinetics, are more genomically unstable, and have decreased efficiency for 
differentiation. These barriers are also important areas for future research. 

ASH applauds the efforts of the National Heart, Lung, and Blood Institute (NHLBI) to conduct further 
research in the development of blood stem cells from iPS cells and to address the barriers to the clinical 
translation of iPS cell technology. 

Research in Sickle Cell Trait and Exercise-Related Illness 

Sickle cell disease (SCD) is an inherited blood disorder that affects 80-100,000 Americans, mostly but not 
exclusively of African ancestry. SCD causes production of abnormal hemoglobin, resulting in severe 
anemia, pain, other devastating disabilities, and, in some cases, premature death. 

Eight to 10 percent of African Americans have sickle cell trait. Individuals with sickle cell trait do not 
have SCD, but are carriers of one defective gene associated with SCD. Millions of Americans with sickle 
cell trait enjoy normal life spans without serious health consequences. At the same time, possible health 
risks have been reported for individuals with sickle cell trait including increased incidence of renal failure 
and malignancy, thromboembolic disorders, splenic infarction as a high altitude complication, and exertion- 
related sudden death. 

In April 2010, the National Collegiate Athletic Association (NCAA) adopted a policy requiring Division I 
institutions to perform sickle cell trait testing for all incoming student athletes. This policy has been 
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controversial because there are no high quality (well-controlled, hypothesis-driven, prospective) studies on 
sickle cell trait and exertional collapse or evidence to justify it. 

There is a need for increased biomedical and population-based research on sickle cell trait and its relation 
to exertion-related illness as well as other conditions. Based on its 2010 Consensus Conference on this 
topic, NHLBl has identified a research agenda and ASH, the American Academy of Sports Medicine, and 
the NCAA have met to discuss potential studies to pursue. It is important that the research agenda is 
moved forward collaboratively under the direction of the NHLBl. 

Conclusion: 

Hematology research offers enormous potential to better understand, prevent, treat, and cure a number of 
blood-related and other conditions. Recent investments have created dramatic new research opportunities, 
spurring advancements and precipitating the promise of personalized medicine that will yield far-reaching 
health and economic benefits. Trials to find new therapies and cures for millions of Americans with blood 
cancers, bleeding disorders, clotting problems, and genetic diseases are just a few of the important projects 
that could be delayed unless NIH continues to receive predictable and sustained funding. 

ASH urges the Subcommittee to continue to be a champion for research and support at least $32 billion in 
funding for NIH in fiscal year 2013. The American people are depending on you to ensure the nation does 
not lose the health and economic benefits of our extraordinary commitment to medical research. 

Thank you again for the opportunity to submit testimony. Please contact Tracy Roades, ASH Research 
Advocacy Manager, at 202-776-0544 or troades(a)hematolo2v.or9 . or Ulyana Desiderio, PhD, ASH Senior 
Manager for Scientific Affairs, at 202-776-0444 or udesiderio(a>hematolosv. ore , if you have any questions 
or need further information concerning hematology research or ASH’s FY 2013 funding request. 
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The Honorable Dennis R. Rehberg 
Chairman 

Appropriations Subcommittee on Labor, 
Health and Human Services, Education 
and Related Agencies 
U.S. House of Representatives 
Washington, DC 205 1 5 


The Honorable Rosa L. DeLauro 
Ranking Member 

Appropriations Subcommittee on Labor, 
Health and Human Services, Education 
and Related Agencies 
U.S. House of Representatives 
Washington, DC 20515 


Dear Chairman Rehberg and Ranking Member DeLauro: 

The American Society for Nutrition (ASN) appreciates the opportunity to submit testimony regarding 
fiscal year (FY) 2013 appropriations for the National Institutes of Health (NIH) and the Centers for 
Disease Control and Prevention’s National Center for Health Statistics (NCHS). Founded in 1928, ASN 
is a nonprofit scientific society with more than 4,500 members in academia, clinical practice, government 
and industry. ASN respectfully requests S32 billion for the National Institutes of Health, and we 
urge you to adopt the President’s request of $162 million for the National Center for Health 
Statistics in FY 2013. 
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National Institutes of Health 

The National Institutes of Health (NIH) is the nation’s premier sponsor of biomedical research and is the 
agency responsible for conducting and supporting 86 percent (approximately $1.4 billion) of federally- 
funded basic and clinical nutrition research. Nutrition research, which makes up about four percent of the 
NIH budget, is truly a trans-NIH endeavor, being conducted and funded across multiple Institutes and 
Centers. Some of the most promising nutrition-related research discoveries have been made possible by 
NIH support. In order to fulfill the full potential of biomedical research, including nutrition research, 
ASN recommends an FY 2013 funding level of $32 billion for the NIH, a modest increase over the 
current funding level of $30.64 billion. 

The modest increase we recommend is necessary to maintain both the existing and future scientific 
infrastructure. The discovery process — ^while it produces tremendous value — often takes a lengthy and 
unpredictable path. Economic stagnation is disruptive to training, careers, long range projects and 
ultimately to progress. NIH needs sustainable and predictable budget growth to achieve the full promise 
of medical research to improve the health and longevity of all Americans. It is imperative that we 
continue our commitment to biomedical research and continue our nation’s dominance in this area by 
making the NIH a national priority. 

Over the past 50 years, NIH and its grantees have played a major role in the growth of knowledge that has 
transformed our understanding of human health, and how to prevent and treat human disease. Because of 
the unprecedented number of breakthroughs and discoveries made possible by NIH funding, scientists are 
helping Americans to live healthier and more productive lives. Many of these discoveries are nutrition- 
related and have impacted the way clinicians prevent and treat heart disease, cancer, diabetes and other 
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chronic diseases. By 2030, the number of Americans age 65 and older is expected to grow to 72 million, 
and the incidence of chronic disease will also grow. Sustained support for basic and clinical research is 
required if we are to successfully confront the health care challenges associated with an older, and 
potentially sicker, population. 

CDC National Center for Health Statistics 

The National Center for Health Statistics (NCHS), housed within the Centers for Disease Control and 
Prevention, is the nation’s principal health statistics agency. The NCHS provides critical data on all 
aspects of our health care system, and it is responsible for monitoring the nation’s health and nutrition 
status through surveys such as the National Health and Nutrition Examination Survey (NHANES), that 
serve as a gold standard for data collection around the world. Nutrition and health data, largely collected 
through NHANES, are essential for tracking the nutrition, health and well-being of the American 
population, and are especially important for observing nutritional and health trends in our nation’s 
children. 

Nutrition monitoring conducted by the Department of Health and Human Services in partnership with the 
U.S. Department of Agriculture Agricultural Research Service is a unique and critically important 
surveillance function in which dietary intake, nutritional status, and health status are evaluated in a 
rigorous and standardized manner. Nutrition monitoring is an inherently governmental function and 
findings are essential for multiple government agencies, as well as the public and private sector. Nutrition 
monitoring is essential to track what Americans are eating, inform nutrition and dietary guidance policy, 
evaluate the effectiveness and efficiency of nutrition assistance programs, and study nutrition-related 
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disease outcomes. Funds are needed to ensure the continuation of this critical surveillance of the nation’s 
nutritional status and the many benefits it provides. 

Through learning both what Americans eat and how their diets directly affect their health, the NCHS is 
able to monitor the prevalence of obesity and other chronic diseases in the U.S. and track the 
performance of preventive interventions, as well as assess ‘nutrients of concern’ such as calcium, which 
are consumed in inadequate amounts by many subsets of our population. Data such as these are critical 
to guide policy development in the area of health and nutrition, including food safety, food labeling, food 
assistance, military rations and dietary guidance. For example, NHANES data are used to determine 
funding levels for programs such as the Supplemental Nutrition Assistance Program (SNAP) and the 
Women, Infants, and Children (WIC) clinics, which provide nourishment to low-income women and 
children. 

To continue support for the agency and its important mission, ASN recommends an FY 2013 funding 
level of $162 million for NCHS. Sustained funding for NCHS can help to ensure uninterrupted 
collection of vital health and nutrition statistics, and will help to cover the costs needed for technology 
and information security upgrades that are necessary to replace aging survey in&astructure. 

Thank you for your support of the NIH and the NCHS, and thank you for the opportunity to submit 
testimony regarding FY 2013 appropriations. Please contact John E. Courtney, Ph.D., Executive Officer, 
at 301.634.7078 orjcourtney@nutrition.org if ASN may provide further assistance. 

Sincerely, 

Sharon Donovan, Ph.D., R.D. 

President, American Society for Nutrition 
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Amaican Society of Clinical Oncolc^ 

Making a world of difference in cancer care 

(571) 483-1670 

Written testimony prepared for: 

Subcommittee on Labor, Health and Human Services, Education, and Related Agencies, 
United States House of Representatives Committee on Appropriations 

Regarding funding for the National Institutes of Health for FY 2013 
March 29, 2012 

The American Society of Clinical Oncology (ASCO), the world’s leading professional 
organization representing more than 30,000 physicians and other professionals who treat people 
with cancer, appreciates this opportunity to express our views on funding for the National 
Institutes of Health for FY 2013. ASCO’s members set the standard for cancer patient care 
world-wide and lead the way in carrying out translational and clinical research aimed at 
improving the screening, prevention, diagnosis and treatment of cancer. ASCO advocates for 
policies that provide access to high-quality care for all patients with cancer. ASCO's efforts are 
also directed toward supporting the clinical and translational research in the area of oncology that 
is critical to improving the lives of our citizens. 

ASCO thanks the committee for its continued investment in cancer research through the 
appropriations process and recognizes the unique effort required by the committee in this 
challenging budget environment. In December of 201 1, we celebrated the 40**' Anniversary of the 
National Cancer Act which marked a significant milestone in America’s commitment to fighting 
cancer. Today we are thankful for the 12 million cancer survivors alive in this country largely 
because of this commitment. U.S. cancer research has led to advances in cancer prevention, 
detection, diagnosis, and treatment. 

The years of investment in cancer research are paying off - providing unprecedented 
opportunities to arrest cancer development in dramatic ways. Researchers now know that not 
only is cancer made up of hundreds of diseases, but these diseases have numerous subtypes that 
can be treated with new targeted therapies. This translates to progress in treatments, as well as 
exponentially more opportunities for life-saving treatments. In November of 201 1, ASCO 
published a Cancer Research Blueprint ( www.asco.org/blueprint) which lays out a vision for a 
new approach to clinical and translational cancer research that takes full advantage of today’s 
scientific and technological knowledge. If bold action is taken to achieve this vision, we can 
realize major new advances in cancer prevention, detection and treatment and improve the care 
of patients. While much of this vision will be achieved through private industry and ingenuity, it 
cannot be realized without the sustained commitment of appropriations to the NIH and the NCI. 

Without sustained and predictable increases in funding for the National Institutes of Health 
(NIH) and the National Cancer Institute (NCI), the progress that has been made will be 
significantly delayed. On behalf of the cancer conununity, we wish to highlight that we are very 
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grateful for the support of this committee has shown in the past. Progress in fighting cancer 
would be faster, more efficient, and more sustainable if funding were steady and sustained. 

Appropriations for FY 2013 for the National Institutes of Health 

ASCO is joining with the biomedical research community in respectfully requesting the 
Subcommittee appropriate $32.7 billion to NIH including $5.36 billion for the National Cancer 
Institute for FY 2013. This request would allow us to explore new opportunities and sustain 
research going on currently by keeping pace with the rate of biomedical research inflation. 
Meaningful progress cannot be made if NIH funding does not keep pace with the annual increase 
in the cost of conducting biomedical research. 

Research is a long-term process and progress that has meaningful positive impacts in patients’ 
lives will continue to be made - it is a question of how quickly progress will be made going 
forward and whether researchers in the United States will continue to play a leadership role in 
pursuing these advancements. The United States remains the world’s leader in cancer research, 
but we stand at a precipice. As you heard last week from NIH Director, Dr. Francis Collins, 
countries across the globe are racing ahead of us in the field of medical research. In countries 
like China, India, and Russia and across Europe, federal support for basic research is increasing 
by double-digit numbers. 

Unpredictable funding not only makes it difficult for NIH to make commitments to multi-year 
projects, but also serve to discourage the best and brightest researchers from pursuing careers in 
medical research. In many cases, we lose promising researchers to opportunities in other 
countries or outside the field of biomedical research. You have likely heard that across many 
professions, the international community is coming to the United States to be educated and 
leaving because of lack of job opportunity. Medical research is no exception. We hear these 
stories directly from our members who are unable to retain staff in their labs because of 
unpredictable or decreased funding. Sustained and predictable funding is key to a prosperous and 
vigorous biomedical research enterprise. 

Devastating Impact of a Planned 8% Cut to the NIH 

The impending eight-percent cut to the budget of the National Institutes of Health in January 
2013 mandated by the Budget Control Act will have a devastating impact on the biomedical 
research infrastructure in the United States. 

As you heard from Director Collins last week, unless Congress takes action, the NIH will fund 
2300 fewer grants in FY 2013. Over the last nine years, NIH has already lost 20 percent of its 
purchasing power for biomedical research as the high rate of biomedical research inflation has 
eroded the essentially flat budget. If the cut takes place, fewer than one in seven grant 
applications will be fimded. For the NCI and cancer patients, this means fewer life-saving 
clinical trials and limited progress on new treatments. Our clinical trials system faces a time of 
great opportunity met with the great challenge of flat federal funding, this eight-percent cut 
would only exacerbate the problem, slowing the development of new cancer therapies and 
prevention strategies. 
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ASCO recognizes the budget crisis faced by Congress and all Americans. We also know that a 
substantial cut to NIH funding would financially impact communities across the country. 
According to a Families USA report, for every dollar in grants given by NIH, the economic 
benefit to the local community is, on average nationally, $2.21 in economic stimulus by way of 
new business activity, jobs and wages. A cut of this size to the NIH budget means lost jobs, 
wages, and business activity both within and outside the biomedical research community. 

Clinical Trials and Translational Research 

Clinical cancer research — involving rigorous trials that test the safety and efficacy of new 
therapies in people — is the engine that drives progress against cancer. Clinical trials are the 
only way to translate cutting-edge laboratory discoveries into treatments that extend and improve 
the lives of patients. Four decades ago, the National Cancer Act led to major new U.S. 
investments in clinical cancer research. Since that time, clinical trials have yielded steady 
advances in our ability to treat, detect and prevent cancer, and have helped to significantly 
extend patient survival and reduce mortality. 

While progress has been substantial, it has generally been the result of incremental advances 
over time. Today, the remarkable pace of scientific and technical change is opening the door to 
more dramatic and rapid advances. Yet our nation’s clinical research system is poorly equipped 
to realize today’s scientifie potential, and is in desperate need of modernization and repair. 

In March 2010, the Instimte of Medieine (lOM) released a report making recommendations for 
changes to the NCI Clinical Trials Cooperative Group Program. The NCI and the Cooperative 
Groups are taking significant steps to make meaningful changes to the program in response to 
the lOM recommendations. These steps will help streamline the research process and prioritize 
trials with the most promise for improving cancer outcomes. Even with these changes, stagnant 
federal funding continues to compromise our ability to pursue important research that industry 
has little incentive to conduct, including studies that m^e direct comparisons of competing new 
therapies or combinations of therapies (some of which may be held by more than one company 
or may be non-pharmaceutical therapies), examine therapeutic approaches that benefit quality of 
life, address rare diseases with little market potential or examine new prevention strategies. 

The Groups are also placing an emphasis on biomarker-driven studies that will support targeted 
approaches to cancer therapy and enable us to identify early indicators of a successful treatment. 
With our increased imderstanding of the way cancer develops, we are discovering distinct 
subsets of cancer types — resulting in an awareness that lung cancer is not a single disease, but 7 
or more different diseases. These diseases are driven by different mutations that may require 
different treatments or combinations of treatments to be effective. More than ever, this research 
requires a collaboration between NCI, academic investigators and industry to identify patients 
and test therapies with the most likely benefit. The Cooperative Group Program is an important 
mechanism to accomplish this. Without an increase in NIH and NCI funding, this vital program 
will not be able to take advantage of all the promising laboratory findings that are ready to be 
tested as potential new cancer therapies. 
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Here are some examples of exciting clinical trials that are underway in the Cooperative Group 
system: 

• Role of Celecoxib (which is similar to aspirin) in addition to primary treatment for 
colorectal cancer - Promising data is emerging about the role of aspirin in reducing 
cancer risk. A trial is examining the value of celecoxib (which has less toxicity than 
aspirin) in improving colorectal cancer therapy. The inexpensive drug is thought to 
inhibit a pathway to colorectal cancer development that exists in 80-85% of colorectal 
cancer cases. If successful, this trial will have dramatic effect on treatment options for 
patients with colorectal cancer. 

• Chemotherapy before radiation therapy or surgery - This trial, which would not be done 
by industry, is examining the outcome of administering chemotherapy before surgery or 
radiation tiiierapy. It is estimated that this study will improve results for 40-45,000 men 
whose prostate cancer recurs each year. 

• Less toxic therapy for non-Hodgkins lymphoma - The goal of this series of trials is to 
identify which patients with non-Hodgkins lymphoma, a cancer of the immune system, 
can safely avoid treatment with toxic chemotherapy by instead being treated with 
combinations of well tolerated biological, targeted therapies. 

• Trial of excision (surgery) alone in low risk breast cancer patients (those with cancer that 
is non-invasive or ductal carcinoma in situ, DCIS): This trial aims to combine two 
modem diagnostic technologies (Molecular testing and MRI) to identify low-risk patients 
who can be treated with surgery alone. This is an example of the use of modem 
diagnostics to reduce the need for subsequent radiation therapy, which is associated with 
both increased risks and cost. 

Cooperative Group trials are also at the forefront of significantly changing the way cancer is 
detected and treated - enabling outcomes that are better for patients and potentially lower costs 
to the health care system. 

• In breast cancer, four trials demonstrated that 

o Less chemotherapy is as curative as more, saving thousands of women 
unnecessary toxicity 

o Less expensive chemotherapy is as effective as more expensive treatment for 
women with advanced breast cancer 

o Use of taxanes and treatment scheduling improve cure for early breast cancer 

• National Limg Cancer Screening Study: This well publicized study demonstrated a 20% 
lung cancer specific mortality by screening high risk populations. The Cooperative 
Groups and the Commimity Clinical Oncology Program sites played an essential role in 
enrolling the 53,454 current or former heavy smokers who participated in this trial. 


The fate of these trials and these types of future advances would certainly be jeopardized by cuts 
to federal spending. In addition to advancing new treatments for future patients, clinical trials 
play a significant role in the day-to-day treatment options that should be available to cancer 
patients. NIH and NCI are leading the way by funding some very important data-driven 
translational research and clinical trials, bringing new, innovative therapies from research 
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laboratories into clinics to offer our patients targeted, personalized care. Clinical trials are 
absolutely critical to identify better, more cost effective care and longer lives for cancer patients. 

NIH-funded translational research and clinical trials have changed the standard of care in many 
cancers. The experience of pediatric cancers tells this story most dramatically. In the 1950s, less 
than 10 percent of children with cancer were cured. Today, nearly 80 percent of children with 
cancer will survive the disease. Federally-funded clinical trials have been a big part of the reason 
for this dramatic improvement. Clinical trials funded by NIH and NCI examine important 
questions that are not being investigated elsewhere, generate practice-changing information, and 
often recruit difficult to reach sub-populations. 

Unfortunately, these trials are at risk, due to funding concerns that slow the launch and 
completion of trials. Clinical trials are increasingly being conducted overseas, due to the slow 
pace, costs, and regulatory complexities of conducting trials in the United States. This denies 
your constituents the opportunity to participate, either as a patient receiving the most promising 
potential treatment or as a physician or research nurse conducting the clinical trial. Congress 
must demonstrate a continued commitment to ensure biomedical research is federally funded. 

Because of these advances and the incredible scientific opportunities facing us, ASCO urges the 
NIH and NCI to focus more of its resources in the area of clinical trials and translational 
research. Specifically, ASCO would like to see an increase in funding for the Cooperative 
Group Program. ASCO is very concerned that the federal funding situation is causing NCI to 
consider cutting the number of slots for trials in order to make payments for the trials match 
actual research costs. These increases are well recognized as vital to the health of the research 
enterprise* and follow nearly a decade of virtually no change in payments. However, making 
them at the expense of new scientific opportunities also has long-term implications. An increase 
in NCI funding would enable the Institute to increase the numbers of trials at the same time as it 
increases payments to cover the cost of conducting the research. 

*** 

ASCO again thanks the Subcommittee for its continued support of cancer patients in America 
through funding for the National Institutes of Health and the National Cancer Institute. We look 
forward to working with all members of the Subcommittee to protect America’s cancer research 
infrastructure. 


* Studies conducted by ASCO and C-Change indicate that the current payment rate accounts for 
only half to one-third of the actual cost of conducting clinical trials. The lOM report also 
recommends that NCI increase the Cooperative Group payment rate because it does not match 
actual costs. An ASCO survey of clinical trial sites in August 2009 revealed that a significant 
portion of sites are considering limits to their participation in federally funded research - in large 
part due to the inadequate funding provided. 
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AMERICAN ACADEMY OF NURSE PRACTITIONERS 

tncocponited 1S85 


Office of Health Policy: P.O. Box 40130 • Washington. DC 20016 • Phone: 202-066^14 • Fax: 202-966-2856 
E-^aii: dcoffice@aano.ofa • Site: www.aano.cffo 


March 5, 2012 


The Honorable Denny Rehberg, Chau- 

Labor, Health and Human Services Subcommittee 

Appropriations Committee 

House of Representatives 

Washington DC 20505 

Dear Chairman Rehberg, 

We are writing in behalf of the American Academy of Nurse Practitioners to request an 
opportunity to present testimony to the Labor, Health and Human Services subcommittee of the 
House Appropriations Committee regarding funding that focuses on the preparation of the 
primary care workforce and the patients they serve. 

As you know, nurse practitioners are a key component in the provision of primary care services 
to patients throughout the United States. They have established a well documented reputation 
for providing high quality, cost effective primary care to people from all walks of life. They are 
particularly prepared to work with vulnerable populations and have done so successfully for 
nearly half a century. In the presence of the current shortage of primary care providers, we would 
appreciate an opportunity to speak to the subcoirunittee regarding our role in meeting the 
nation’s unmet health care needs for the coining fiscal year. 

Thank you for your consideration of this request. 


Sincerely, 


FAAN 

Governmental Liaison 

Amraican Academy of Nurse Practitioners 

Box 40130 

Washington DC 20016 
Phone 202-966-6414 
Email;dcoflice@aanp.org 


Jan Towers PhD, NP-C, CRNP, FAANP, FAAN 
Director of Health Policy/ Federal Government 
and Professional Affairs 
American Academy of Nurse Practitioners 
Box 40130 

Washington DC 20016 
Phone 202-966-6414 
Email: dcoffice@aanp.org 


Carole Jeimings PhD, RN, NAP, 
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American 
Public Health 
Association 

Protect, Prevent, Live Well 

Testimony of the American Public Health Association 
Concerning Ae fiscal year 2013 budgets for CDC and HRS A 

House Appropriations Subcommittee on Labor, HHS, Education and Related Agencies 

March 29, 2012 

The American Public Health Association (APHA) is the oldest and most diverse 
organization of public health professionals and advocates in the world dedicated to promoting and 
protecting the health of the public and our communities. We are pleased to submit our views 
regarding the FY 2013 budgets of the Centers for Disease Control and Prevention (CDC) and the 
Health Resources and Services Administration (HRSA). We urge you to take our recommendations 
into consideration as you move forward with writing the FY 2013 Labor-HHS-Education 
Appropriations bill. 

CDC 

APHA believes that that Congress should support CDC as an agency - not just the 
individual programs that it funds. In the best judgment of the CDC Coalition - given the challenges 
and burdens of chronic disease, a potential influenza pandemic, terrorism, disaster preparedness, 
new and reemerging infectious diseases and our many unmet public health needs and missed 
prevention opportunities - we believe the agency will require funding of at least $7.8 billion for 
CDC’s programs in FY 2013. We are deeply disappointed with the proposed $664 million cut to 
CDC’s budget authority contained in the president’s FY 2013 budget proposal. In fact, when 
including the president’s FY 2013 request, CDC’s budget authority would have been decreased by a 
staggering $1.4 billion since FY 2010. While CDC has received and the president’s FY 2013 budget 
proposal directs significant funding fi-om the Prevention and Public Health Fund to CDC, we 
believe this funding is essentially supplanting many of the cuts made to CDC’s budget authority. 
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We urge you to restore this cut to CDC’s budget authority and to support the $1 billion available 
through Prevention and Public Health Fund in FY 2013. 

By translating research findings into effective intervention efforts, CDC is a critical source 
of funding for many of oin state and local programs that aim to improve the health of communities. 
Perhaps more importantly, federal funding through CDC provides the foundation for our state and 
local public health departments, supporting a trained workforce, laboratory capacity and public 
health education communications systems. We urge you to restore the proposed elimination of the 
Preventive Health and Health Services Block grant in the president’s budget, which is a critical 
source of funding for state and local public health agencies. 

CDC also serves as the command center for our nation’s public health defense system 
against emerging and reemerging infectious diseases. With the potential onset of a worldwide 
influenza pandemic, in addition to the many other natural and man-made threats that exist in the 
modem world, the CDC has become the nation’s — ^and the world’s — expert resource and response 
center, coordinating communications and action and serving as the laboratory reference center. 
States and communities rely on CDC for accurate information and direction in a crisis or outbreak. 

CDC serves as the lead agency for bioterrorism and other public health emergency 
preparedness and response and must receive sustained support for its preparedness programs in 
order for our nation to meet future challenges. Given the challenges of terrorism and disaster 
preparedness, and our many unmet public health needs and missed prevention opportunities we urge 
you to provide adequate funding for state and local capacity grants. Unfortunately, this is not a 
threat that is going away. 

The president’s FY 2013 budget proposes to consolidate a number of chronic disease 
programs within CDC to promote better coordination. We believe this proposal, the Coordinated 
Chronic Disease Prevention and Health Promotion program, must receive the necessary resourees to 
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provide our states and communities increased and sustainable funding to effectively improve efforts 
to reduce the burden of chronic disease. 

We encourage the Subcommittee to restore funding for CDC's National Center for 
Environmental Health (NCEH). Since 2009, NCEH funding has been cut by 25 percent. We urge 
the committee to restore funding for the Healthy Homes and Lead Poisoning Prevention program 
and to main the program and Asthma program as separate and distinct programs. We ask that the 
Subcommittee to continue its recent efforts to expand and enhance CDC’s capacity to help the 
nation prepare for and adapt to the potential health effects of climate change by providing CDC 
with level funding for climate change and health activities. 

We also urge you to restore funding for the Education and Research Centers and for the 
Agriculture, Forestry and Fishing Program (AFF) within the budget for the National Institute for 
Occupational Safety and Health which are proposed for elimination in the president’s budget. These 
programs play an important role in protecting the health and safety of American workers. 

HRSA 

HRSA operates programs in every state and territory and thousands of communities across the 
country and is a national leader in providing health services for individuals and families. The agency 
serves as a health safety net for the medically underserved, including the nearly 50 million Americans 
who were uninsured in 2010 and 60 million Americans who live in neighborhoods where primary 
health care services are scarce. To respond to these challenges, APHA believes that the agency 
will require an overall funding level of at least $7.0 billion for FY 2013. 

Our request of $7.0 billion represents the amount necessary for HRSA to continue to meet 
the health care needs of the American public. Anything less will undermine the efforts of HRSA 
programs to improve access to quality health care for millions of our neediest citizens. Additionally, 
we remain concerned about the deep cuts the agency has endured over the past few years; HRSA’s 
discretionary budget has been reduced by more than $1.2 billion since FY2010. Cuts of this 
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magnitude have had a serious negative impact on the agency’s ability to cany out critical public 
health programs and services for millions of Americans. Therefore, our requested level of funding is 
necessary to ensure HRSA is able to implement public health programs including training for public 
health and health care professionals, providing primary care services through community health 
centers, improving access to care for rural communities, supporting maternal and child health care 
programs and providing health care to people living with HIV/AIDS. 

Some of the major health care initiatives conducted by HRSA include: 

• Health Professions programs support the education and training of primary care physicians, 
muses, dentists, optometrists, physician assistants, public health personnel and other allied 
health providers; improve the distribution and diversity of health professionals in medically 
underserved commimities and ensure a sufficient and capable health workforce able to provide 
care for all Americans and respond to the growing demands of our aging and increasingly 
diverse population. In addition, the Patient Navigator Program helps individuals in underserved 
communities, who suffer disproportionately from chronic diseases, navigate the health system. 

• Primary Care programs support more than 7,000 community health centers and clinics in every 
state and territory, improving access to preventive and primary care in geographically isolated 
and economically distressed communities. In addition, the health centers program targets 
populations with special needs, including migrant and seasonal farm workers, homeless 
individuals and families, and those living in public housing. 

• Maternal and Child Health programs including the Title V Maternal and Child Health Block 
Grant, Healthy Start and others support a myriad of initiatives designed to promote optimal 
health, reduce disparities, combat infant mortality, prevent chronic conditions, and improve 
access to quality health care for more than 40 million women and children, including children 
with special health care needs. 
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• HIV/AIDS programs provide assistance to metropolitan and other areas most severely affected 
by the HIV/AIDS epidemic; support comprehensive care, drug assistance and support services 
for people living with HIV/AIDS; provide education and training for health professionals 
treating people with HIV/AIDS; and address the disproportionate impact of HIV/AIDS on 
women and minorities. 

• Family Planning Title X services ensure access to a broad range of reproductive, sexual, and 
related preventive health care for more than 5.2 million poor and low-income women, men and 
adolescents at nearly 4,400 health centers nationwide. This program helps improve maternal and 
child health outcomes and promotes healthy families. 

• Rural Health programs improve access to care for the more than 60 million Americans who live 
in rural areas. These programs are designed to support community-based disease prevention and 
health promotion projects, help rural hospitals and clinics implement new technologies and 
strategies, and build health system capacity in rural and frontier areas. 

Conclusion 

In closing, we emphasize that the public health system requires stronger financial 
investments at every stage. This funding makes up only a fraction of federal spending and contmued 
cuts to public health and prevention programs will not balance our budget, it will only lead to 
increased costs to our health care system. Successes in biomedical research must be translated into 
tangible prevention opportunities, screening programs, lifestyle and behavior changes and other 
population-based interventions that are effective and available for everyone. Without a robust and 
sustained investment in our nation’s public health agencies, we will fail to meet the mounting health 
challenges facing our nation. 
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ANSR 


Americans for Nursing Shortage Relief 


Testimony of the Americans for Nursing Shorta^ Relief (ANSR) Alliance 
Regarding Fiscal Year 2013 Appropriations for Nursing Workforce Development Programs and Nuree Man- 
aged Health Clinics 

Subcommittee on Labor, Health and Human Services, Education and Related Agencies 
Committee on Appropriations 
United States House of Representatives 

March 29, 2012 

The undersigned organizations of the ANSR Alliance gready appreciate the opportunity to submit written testimony 
regarding fiscal year (FY) 2013 appropriations for the Tide VIII Nursing Workforce Development Programs at the 
Health Resources and Services Administration (HRSA) and the Nurse Managed Health Climes as authorized under 
Tide III of the Public Health Service Act We represent a diverse cross-section of health care and other related organ- 
izations, health care providers, and supporters of nursing issues that have united to address the national nursing short- 
age. ANSR stands ready to work with Congress to advance programs and policy that will ensure our nation has a suf- 
ficient and adequately prepared nursing workforce to provide quality care to all weU into the 21st century. The Alli- 
ance, therefore, urges Congress to: 

> Appropriate $251 million in funding for Nursing Workforce Development Programs under Title VIII 
of the Public Health Service Act at the Health Resources and Services Administration (HRSA) in FY 
2013. 

> Appropriate $20 million in FY 2013 for the Nurse Managed Health Clinics as authorized under Title 
III of the Public Health Service Act. 

Nursing is the largest health care profession in the United States. Nurses work in a variety of settings, including pri- 
mary care, public health, long-term care, surgical care facilities, schools, and hospitals. The March 2008 study. The Fu- 
ture of the Nursing Workforce in the United States: Data, Trends, and Implications, calculates a projected demand of 500,000 
full-time equivalent registered nurses by 2025. According to the U.S. Bureau of Labor Statistics, employment of reg- 
istered nurses is expected to grow by 26 percent from 2010 to 2020 resulting in 711,900 new jobs. Based on these 
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scenarios, the shortage presents an extremely serious challenge in the delivery of high quality, cost-effective services, 
as the nation looks to reform the current healthcare system. 

The Desperate Need for Nuise Faculty 

Nursing vacancies exist throughout the entire health care system, including long-term care, home care and public 
health. Government estimates indicate that this situation only promises to worsen due to an insufficient supply of in- 
dividuals matriculating in nursing schools, an aging existing workforce, and the inadequate availability of nursing facul- 
ty to educate and train the next generation of nurses. At the exact same time that the nursing shortage is expected to 
worsen, the baby boom generation is aging and the number of individuals with serious, life-threatening, and chronic 
conditions requiring nursing care will increase. 

Securing and retaining adequate numbers of faculty is essential to ensure that all individuals interested in — and quali- 
fied for — nursing school can matriculate in the year that diey are accepted. The National Le^e for Nursing found 
that in the 2009-2010 academic year, 

• 42 percent of qualified applications to prelicensure RN programs were turned away. 

• One in four (25.1 percent) of prelicensure RN programs turned away qualified applicants. 

• Four out of five (60 percent) of prelicensure RN programs wei^ considered “highly selective” by national col- 
lege admissions standards, accepting less than 50 percent of applications for admission. 

Aside from having a limited number of faculty, nursing programs struggle to provide space for clinical laboratories 
and to secure a sufficient number of clinical training sites at health care facilities. 

ANSR supports the need for sustained attention on the efficacy and performance of existing and proposed programs 
to improve nursing practices and strengthen the nursing workforce. The support of research and evaluation studies 
that test models of nursing practice and workforce development is integral to advancing health care for all in Ameri- 
ca. Investments in research and evaluation studies have a direct effect on the caliber of nursing care. Our collective 
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goal of improving the quality of patient care, reducing costs, and efficiently delivering appropriate health care to those 
in need is served best by a^ressive nursing research and performance and impact evaluation at the program level. 

The Nutsing Supply Impacts the Nation’s Health and Economic Safety 

Nurses make a difference in the lives of patients from disease prevention and management to education to responding 
to emergencies. An October 2008 report issued by Trust for America’s Health entitled blueprint for a Healthier America 
found that the health and safety of Americans depends on the next generation of professionals in public health. Ex- 
isting efforts to recruit and retain the public health workforce are insufficient; therefore, new policies and incentives 
must be created to make public service careers in public health an attractive professional path, especially for the 
emerging workforce and those changing careers. 

The Institute of Medicine report, Hospital-Based Emergeng Care: At the Breaking Point, notes that nursing shortages in 
U.S. hospitals continue to disrupt hospitals operations and are detrimental to patient care and safety. Hospitals and 
other health care facilities across the country are vulnerable to mass casualty incidents themselves and/ or in emergen- 
cy and disaster preparedness situations. Since 80% of disaster victims present at the emergency department, nurses as 
first receivers are an important aspect of the public health system as well as the healthcare system in general. The 
nursing shortage has a significant adverse impact on the ability of communities to respond to health emergencies, in- 
clu<hng natural, technological and manmade hazards. 

The shortage of school nurse positions contributes to holes in the health care safety net for all children. The Institute 
of Medicine report, The Future of Nursing: Leading Change, Advancing Health, points out that with an expected increase in 
the number of children who have complex medical, genetic and mental/behavioral health conditions that require 
more nursing oversight, school nulling provides the expertise and coordination to assure that children receive the care 
they need. 
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Summary 

The link between health care and our nation’s economic security and global competitiveness is undeniable. Having a 
sufficient nursing workforce to meet the demands of a highly diverse and aging population is an essential component 
to reforming the health care system as well as improving the health status of the nation and reducing health care costs. 
To mitigate the immediate effect of the ntirsing shortage and to address all of these policy areas, ANSR requests 
$251 million in funding for Nursing Workforce Development Programs under Title VIII of the Public Healdi 
Service Act at HRSA and $20 million for the Nurse Managed Health Clinics under Title III of the Public 
Health Service Act in FY 2013. 

Submitted by: 

Christine Murphy, ANSR Alliance Contact 
408 Seward Sq SE 
Suite 6 

Washington, DC 20003 

Phone: 703-738-6139 

E-mail: christinekmurphy@aol.com 

list of ANSR Member Organizations: 


Academy of Medical-Surgical Nurses 

American Academy of Ambulatory Care Nursing 

American Academy of Nurse Practitioners 

American Academy of Nursing 

American Association of Critical-Care Nurses 

American Association of Nurse Anesthetists 

American Association of Nurse Assessment 
Coordination 

American Association of Occupational Health Nurses 
American College of Nurse-Midwives 


American Society of PeriAnesthesia Nurses 

American Society of Plastic Sujgical Nurses 

Association for Radiolo^c & Imaging Nursing 

Association of Pediatric Hematology/Oncology Nurses 

Association of State and Territorial Directors of 
Nursing 

Association of Women's Health, Obstetric & 

Neonatal Nurses 

Citizen Advocacy Center 

Dermatology Nurses’ Association 

Developmental Disabilities Nurses Association 

Emergency Nurses Association 

Infusion Nurses Society 


American Organization of Nurse Executives 
American Psychiatric Nurses Association 
American Society for Pain Management Nursing 
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International Association of Forensic NuKes 

International Nurses Society on Addictions 

International Society of Nurses in Genetics, Inc. 

Legislative Coalition of Virginia Nurses 

National Association of Clinical Nurse Specialists 

National Association of Hispanic Nurses 

National Association of Neonatal Nurses 

National Association of Neonatal Nurse 
Practitioners 

National Association of Nurse Massage 
Therapists 

National Association of Nurse Practitioners in 
Women's Health 

National Association of Orthopedic Nurses 

National Association of Registered Nurse First 
Assistants 

National Association of School Nurses 
National Black Nurses Association 
National Council of State Boards of Nursing 


National Council of Women's Oi^nizations 

National Gerontological Nursing Association 

National League for Nursing 

National Nursing Centers Consortium 

National Nursing Staff Development Organization 

National Organization for Associate Degree 
Nursing 

National Student Nurses’ Association, Inc. 

Nurses Organization of Veterans Affairs 

Pediatric Endocrinology Nursing Society 

Preventive Cardiovascular Nurses Association 

RN First Assistants Policy & Advocacy Coalition 

Society of Gastroenterology Nurses and Associates, Inc. 

Society of Pediatric Nurses 

Society of Trauma Nurses 

Women's Research & Education Institute 

Wound, Ostomy and Continence Nurses Society 
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t AMERICAN LUNG ASSOCIATION® 

Fighting for Air 


Albert Rizzo, MD 
Chair, Board of Directors 
202-785-3355 

Erika.Sward@LuDg,org 

FY2013 

American Lung Association 
U.S. House of Representatives 
Committee on Appropriations 

Subcommittee on Labor, Health and Human Services, and Education 
Department of Health and Human Services 

Centers for Disease Control and Prevention (CDC) 

Increase overall CDC funding - $7.8 billion 

• Funding Healthy Communities - $52.8 million 

• Office on Smoking and Health - $197.1 million 

• Asthma programs - $25.3 million 

• Environment and Health Tracking Network - $35 million 

• Tuberculosis programs - $243 million 
• CDC influenza preparedness - $159.6 million 
• NIOSH -$522.3 million 

• Prevention and Public Health Fund - Please Protect the Fund 

National Institutes of Health (NIH) 

Increase overall NIH funding - $32 billion 

• National Heart, Lung and Blood Institute - $3,214 billion 

• National Cancer Institute - $5,296 billion 

• National Institute of Allergy and Infectious Diseases - $4,689 billion 

• National Institute of Environmental Health Sciences - $7 1 7.9 million 

• National Institute ofNursing Research -$151,178 million 

• National Institute on Minority Health & Health Disparities - $288,678 million 
• Fogarty International Center - $72.7 million 


The American Lung Association is pleased to present our recommendations for Fiscal Year 2013 to the 
Labor, Health and Human Services, and Education Appropriations Subcommittee. The public health and 
research programs funded by this committee will prevent lung disease and improve and extend the lives of 
millions of Americans. Founded in 1 904 to fight tuberculosis, the American Limg Association is the oldest 
voluntaiy health organization in the United States. The American Lung Association is the leading organization 
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American Lung Association Testimony 

Fiscal Year 2013 

working to save lives by improving lung health and preventing lung disease through education, advocacy and 

research. 

A Sustained Investment is Necessary 

Mr. Chairman, investments in prevention and wellness pay near- and long-term dividends for the health 
of the American people. A recent study published in the American Journal of Public Health showed 
Washington State saved $5 in tobacco-related hospitalization costs for every $1 the state invested in its 
tobacco control and prevention program from 2000-2009. In order to save healthcare costs in the long-term, 
investments must be made in proven public health interventions including tobacco control, asthma programs 
and TB infrastructure. 

Lung Disease 

Each year, more than 400,000 Americans die of lung disease. It is America’s number three killer, 
responsible for one in every six deaths. More than 33 million Americans suffer from a chronic lung disease and 
it costs the economy an estimated $173 billion each year. Lung diseases include: lung cancer, asthma, chronic 
obstructive pulmonary disease (COPD), tuberculosis, pneumonia, influenza, sleep disordered breathing, 
pediatric lung disorders, occupational lung disease and sarcoidosis. 

Improving Public Health and Maintaining Our Investment in Medical Research 

The American Lung Association strongly supports increasing overall CDC funding to $7.8 billion 
in order for CDC to carry out its prevention mission and to assure an adequate translation of new research into 
effective state and local programs. 

The U.S. must also maintain its commitment to medical research. While our focus is on lung disease 
research, we support increasing the investment in research across the entire NIH with particular emphasis on the 
National Heart, Lung and Blood Institute, the National Cancer Institute, the National Institute of Allergy and 
Infectious Diseases, the National Institute of Environmental Health Sciences, the National Institute of Nursing 
Research, the National Institute on Minority Health & Health Disparities and the Fogarty International Center. 


The Prevention and Public Health Fund 



94 


American Lung Association T^timony 

Fiscal Year 2013 

The American Lung Association strongly supports the Prevention and Public Health Fund established in 

the Affordable Care Act and asks the Committee to oppose any attempts to divert or use the Fund for any 
purposes other than what it was originally intended. The Prevention Fund provides funding to critical 
public health initiatives, like community programs that help people quit smoking, support groups for lung 
cancer patients, and classes that teach people how to avoid asthma attacks. Money from the Prevention Fund 
has also been used to pay for the new CDC media campaign “Tips from Former Smokers” which resulted in 
tens of thousands of people calling 1-800-QUIT-NOW during the campaign’s first week on the air. 

Tobacco Use 

Tobacco use is the leading preventable cause of death in the United States, killing more than 443,000 
people every year. Over 46 million adults and 3.6 million youth in the U.S. smoke. Annual health care and lost 
productivity costs total $193 billion in the U.S. each year. 

Given the magnitude of the tobacco-caused disease burden and how much of it can be prevented, the 
CDC Office on Smoking and Health (OSH) should be much larger and better funded. Historically, Congress 
has failed to invest in tobacco control - even though public health interventions have been scientifically proven 
to reduce tobacco use, the leading cause of preventable death in the United States. This neglect cannot continue 
if the nation wants to prevent disease, promote wellness and reduce healthcare costs. The American Lung 
Association supports the President’s Budget Request and urges that $197.1 million be appropriated to 
OSH for FY 2013. 

Asthma 

Asthma is highly prevalent and expensive. More than 25 million Americans currently have asthma, of 
whom 7 million are children. Asthma prevalence rates are over 37 percent higher among African Americans 
than whites. Asthma is also the third leading cause of hospitalization among children under the age of 15 and is 
a leading cause of school absences from chronic disease. Asthma costs our healthcare system over $50.1 billion 
annually and indirect costs from lost productivity add another $5.9 billion, for a total of $56 billion dollars 
annually. 
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The American Lung Association strongly opposes the proposal in the President’s Budget Request that 

would merge the National Asthma Control Program with the Healthy Homes/Lead Poisoning Prevention 
Program and further reduce funding for both. The Lung Association asks this Committee to retain the 
National Asthma Control Program as a stand-alone program and appropriate $25.3 million to it in Fiscal 
Year 2013. In addition, we recommend that the National Heart, Lung and Blood Institute receive S3.214 
billion and the National Institute of Allergy and Infectious Diseases receive $4,689 billion, and that both 
agencies continue their investments in asthma research in pursuit of treatments and cures. 

Lung Cancer 

Over 370,000 Americans are living with lung cancer. During 2011, approximately 221,000 new cases 
of lung cancer were diagnosed, and in 2008, over 1 58,000 Americans died from lung cancer. Survival rates for 
lung cancer tend to be much lower than those of most other cancers. African Americans are more likely to 
develop and die from lung cancer than persons of any other racial group. 

Lung cancer receives far too little attention and focus. Given the magnitude of lung cancer and the 
enormity of the death toll, the American Lung Association strongly recommends that the NIH and other federal 
research programs commit additional resources to lung cancer. The National Lung Screening Trial showed 
promising results for a small segment of the population at high risk for developing lung cancer but more 
research must be done in order to see if others would similarly benefit. We support a funding level of $5,296 
billion for the National Cancer Institute and urge more attention and focus on lung cancer. 

Chronic Obstructive Pulmonary Disease tCOPDl 

COPD is the third leading cause of death in the U.S. It has been estimated that 13.1 million patients have 
been diagnosed with some form of COPD and as many as 24 million adults may suffer from its consequences. 

In 2008, 137,693 people in the U.S. died of COPD. The annual cost to the nation for COPD in 2010 was 
projected to be $49.9 billion. We strongly support funding the National Heart, Lung and Blood Institute 
and its lifesaving lung disease research program at $3,214 billion. The American Lung Association also 
asks the Committee to continue its support of the National Heart, Lung and Blood Institute working with the 
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CDC and other appropriate agencies to prepare a national action plan to address COPD, which should include 

public awareness and surveillance activities. 

Influenza 

Public health experts warn that 209,000 Americans could die and 865,000 would be hospitalized if a 
moderate flu epidemic hits the U.S. To prepare for a potential pandemic, the American Lung Association 
supports funding the federal CDC Influenza efforts at $159.6 million. 

Tuberculosis (TBI 

There are an estimated 10 million to 15 million Americans who carry latent TB infection, and it is 
estimated that 10 percent of these individuals will develop active TB disease. In 2010, there were 1 1,182 cases 
of active TB reported in the U.S. While declining overall TB rates are good news, the emergence and spread of 
multi-drug resistant TB and totally-drug resistant TB also poses a significant public health threat. We request 
that Congress increase funding for tuberculosis programs at CDC to $243 million for FY 2013. 

Additional Priorities 

We strongly encourage improved disease surveillance and health tracking to better understand diseases 
like asthma. We support an appropriations level of $35 million for the Environment and Health Outcome 
Tracking Network. We strongly recommend at least $52.8 million in funding for the Healthy 
Communities program and that it remain a separate, stand-alone program. This program supports 
investments in communities to identify and improve policies and environmental factors influencing health and 
reduce the burden of chronic diseases. 

Conclusion 

Mr. Chairman, lung disease is a continuing, growing problem in the United States. It is America’s 
number three killer, responsible for one in six deaths. Progress against lung disease is not keeping pace with 
progress against other major causes of death and more must be done. The level of support this committee 
approves for lung disease programs should reflect the urgency illustrated by the impact of lung disease. 
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Thank you for the opportunity to submit testimony on behalf of the American Diabetes Association 
(Association). As the Chair of the Board of the Association, I am proud to be a representative of the nearly 105 
million American adults and children living with diabetes or prediabetes, including my 17 year-old dai^hter, 
Leah. My daughter was diagnosed with type 1 diabetes on March 16, ^X)l, at the age of six, and is living a very 
full life today due in part to the federal investment in diabetes research programs. 

My family and many others have been affected by diabetes. Nearly 26 million Americans have diabetes, and 79 
milli on have prediabetes, a condition that puts them at high risk for developing diabetes. Every 17 seconds, 
someone in this country is diagnosed with diabetes. Every day, 230 people with diabetes undergo an amputation, 
120 people enter end-stage kidney disease programs and 55 people go blind from diabetes. If we do not take 
action, one of every three children today faces a life with diabetes. The diabetes epidemic should not be ignored 
by anyone, including Congress and the Administration. 

As the nation’s leading non-profit health oiganization providing diabetes research, information and advocacy, the 
Association knows how critical it is for our country to increase federal funding for diabetes research and 
prevention. Hie Association acknowledges the challenging fiscal climate and supports fiscal responsibility, but 
our country cannot afford the consequences of failing to adequately fund diabetes research and prevention 
programs, a cost paid in painful and expensive complications. We cannot afford to turn our backs on the 
promising research that provides tools to prevent diabetes, better manage the disease, prevent complications, and 
bring us closer to a cure. 

The rising epidemic of diabetes in America is daunting but not insurmountable. The Association is pressing 
forward by supporting research and expanding education and awareness efforts. But we cannot do it alone. The 
millions of people living with, or at risk for, diabetes are looking to Congress now more than ever to step up its 
response to the diabetes epidemic. 

Accordingly, the Association ur^s the Subcommittee on Labor, Health and Human Services, Education and 
Related Agencies to invest in research and prevention efforts reflective of the magnitude of the burden diabetes 
has on our country to change the future of diabetes in America. The Association respectfully requests programs 
at the National Institute of Diabetes and Digestive and Kidney Diseases (NIDDK) at the National Institutes of 
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Health (NIH) and the Division of Diabetes Translation (DDT) at the Centers for Disease Control and 
Prevention (CDC) be top priorities in Fiscal Year 2013. 

Background 

The CDC has warned diabetes is a disabling, deadly, and growing epidemic. Last year, the CDC identified the 
diabetes belt, which stretches across 644 counties in 15 states, including my state of South Carolina. According to 
the CDC, one in three adults in our country will have diabetes in 2050 if present trends continue. Among 
minority populations, this ratio will be nearly one in two. 

Diabetes is a chronic disease that impairs the body’s ability to use food for energy. The hormone insulin, which is 
made in the pancreas, is needed for the body to chan^ food into energy. In people with diabetes, either the 
pancreas does not create insiilin, which is type 1 diabetes, or the body does not create enough insulin and/or 
cells are resistant to insulin, which is type 2 diabetes. If left untreated, diabetes results in too much glucose in the 
blood stream. Blood glucose levels that are too high or too low (as a result of medication to treat diabetes) can be 
life threatening in the short tenn. In the long term, diabetes is the leading cause of kidney failure, new cases of 
adult-onset blindness and non-traumatic lower limb amputations as well as a leading cause of heart disease and 
stroke. Additionally, an estimated 18 percent of pregnancies are affected by gestational diabetes, a form of 
glucose intolerance diagnosed during pregnancy that places both mother and baby at risk. In those with 
prediabetes, blood glucose levels are higher than normal and taking action to reduce their risk of developing 
diabetes is essential. 

In addition to the physical toll, diabetes also tugs at our purse strings. A study by the Lewin Group found when 
factoring in the costs of undiagnosed diabetes, prediabetes, and gestational diabetes, the total cost of diabetes and 
related conditions in the United States in 2007 was $218 billion. That same year, medical expenditures due to 
diabetes totaled $116 billion, including $27 billion for diabetes care, $58 billion for chronic diabetes-related 
complications, and $31 billion for excess general medical costs. Indirect costs resulting from increased 
absenteeism, reduced productivity, disease-related unemployment disability and loss of productive capacity due 
to early mortality totaled $58 billion. Approximately one out of every five health care dollars is spent caring for 
someone with diagnosed diabetes, while one in ten health care dollars is directly attributed to diabetes. Further, 
one-third of Medicare expenses are associated with treating diabetes and its complications, 

A greater federal investment in diabetes research at the NIDDK at the NIH, and prevention, surveillance, 
control, and research work currently being done by the DDT at the CDC is crucial for finding a cure and 
improving the lives of those living with, or at risk for, diabetes. Additionally, the National Diabetes Prevention 
Program is working to dramatically decrease the number of new diabetes cases in high-risk individuals. 
Accordingly, for FY 2013, the Association requests funding for the following programs: 
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• 12.216 billion for the NIDDK. This level of funding will act to offset years of decreased or flat funding 
combined with bio-medical inflation that has lead to cutbacks in promising research. It will also demonstrate 
Congress’ commitment to science and research in the face of this deadly epidemic. 

• $86.3 million for the DDT’s critical prevention, surveillance and control programs. Even as proposals to 
consolidate the CDC’s chronic disease programs, including the DDT circulate, expanded investment in the 
DDT will produce much larger savings in reduced acute, chronic, and emergency care spending. 

• $80 million for the implementation of the National Diabetes Prevention Program. 

The National Institute of Diabetes and Digestive and Kidney Diseases (NIDDK) at the NIH 

NIDDK is leading the way in supporting research across the country that moves us closer to a cute and better 
treatments for diabetes. Researchers are working on a variety of projects in each of your states representing hope 
for the millions of individuals with diabetes. The Association is extremely worried that without increased 
funding, the NIDDK will slow or halt promising research that would enable individuals with the disease to live 
healthier, more productive lives. It is our understanding the percentage of research grants NIDDK was able to 
fond decreased last year and is expected to decrease again this year without additional funding. 

Thanks to research at the NIDDK, people with diabetes now manage their disease with a variety of insulin 
formulations and regimens far superior to those used in decades past. For example, the continuous glucose 
monitor and insulin pump my daughter uses allow her to better manage her blood glucose levels — and better 
pave the way to a healthier future. 

Examples of NIDDK-funded breakthroughs include: new drug therapies for type 2 diabetes; the advent of 
modem treatment regimens that have reduced the risk of costly complications like heart disease, stroke, 
amputation, blindness and kidney disease; ongoing development of the artificial pancreas, a closed looped system 
combining continuous glucose monitoring with insulin delivery; and research showing modest weight loss 
through dietary changes and increased physical activity can reduce the risk of type 2 diabetes by 58%, the 
foundation for the National Diabetes Prevention Program at the DDT. 

Increased FY 2013 funding would allow the NIDDK to support additional research in order to build upon past 
successes, improve prevention and treatment, and close in on a cure. For example, additional funding will 
support a new comparative effectiveness clinical trial testing different medications for type 2 diabetes. 
Additionally, increased funding will continue to support researchers studying how insulin-producing beta cells 
develop and function, with an ultimate goal of creating therapies for replacing damaged or destroyed beta cells in 
people with diabetes. Funding will also support a clinical trial testing vitamin D in the prevention of type 2 
diabetes, and support ongoing studies on the environmental triggers of disease, which could identify an 
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infectious cause of type 1 diabetes and lead to a vaccine. 

The Division of Diabetes Translation (DDT) at the CDC 

The President’s FY 2013 budget proposal includes a proposal to consolidate certain programs at CDC, includir^ 
the DDT. While we think coordination across chronic disease programs at CDC is an important endeavor. 
Congress must ensure the needs of people with, and at risk for, diabetes are adequately addressed For such a 
coordinated effort to be successful, s^nificant resources must be provided. In addition, there must be a clear 
design focusing precisely on chronic diseases with similar risk factors and populations, allowing for the delivery 
of primary, secondary and tertiary prevention, and ensuring performance measures result in improved prevention 
of chronic disease and complications. 

Given that the DDT’s funding has not kept pace with the magnimde of the growing diabetes epidemic, the 
federal investment in DDT programs should be substantially increased to a minimum of $86.3 nulhon in FY 
2013 regardless of the oigani 2 ation of chronic disease programs at CDC and even as the evaluation of the 
Administration’s proposal continues. As the dialogue moves forward about how best to address chronic disease 
prevention, the DDT should be the centerpiece in the federal government’s efforts in this regard and its state 
and national expertise should be maintained. 

Preserving the DDT’s expertise is vital. The DDT works to eliminate the preventable burden of diabetes throu^ 
proven educational programs, best practice guidelines, and applied research. It performs vital work in both 
primary prevention of diabetes and in preventing its complications. Funding for the DDT must focus on 
maintaining state-based Diabetes Prevention and Control Programs, supporting the National Diabetes Education 
Program, defining the diabetes burden through the use of pubUc health surveillance, and translating research 
findings into clinical and public health practice. 

The DDT’s work in this regard is organized into several key components, which are also part of the part of the 
Presidenfs FY 2013 budget proposal As outlined in the Obama Administration’s budget these include, “1) the 
implementation of strategies that support and reinforce healthful behaviors and expand access to healthy choices; 
2) health systems interventions to improve the delivery and use of clinical and other preventive services; and 3) 
community-clinical linkage enhancement to better support chronic disease self-management.” 

For example, the DDT’s Diabetes Prevention and Control Programs (DPCPs), located in all 50 states, the 
District of Columbia, and all U.S. territories work to prevent diabetes, lower blood glucose and cholesterol levels, 
and reduce diabetes-related emergency room visits and hospitalizations. These activities are designed to improve 
education and awareness of diabetes by engagbg health providers, health systems and community-based 
organizations to ensure that these outcomes are achieved. Additionally, DDT funding also supports vital and 
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groundbreaking translational research like the Search for Diabetes in Youth study, a collaboration between the 
DDT and the NIDDK designed to determine the impact of type 2 diabetes in youth in order to improve 
prevention efforts aimed at young people. This work is illustrative of efforts at DDT to transform clinical 
research into cutting-edge tools to track the diabetes epidemic and prevent new cases and help individuals with 
diabetes to avoid complications. 

With additional funding, the DDT will be able to expand the efforts of DPCPs to improve primary, secondary 
and tertiary prevention efforts at the state and local levels. Given the dramatic decreases in funding for state and 
local health departments, supporting the work of the DPCPs is mote critical than ever to ensure access to 
diabetes care and services. Additionally, increased funding for the DDT is needed to allow it to build upon its 
work in reducing health disparities through vital programs such as the Native Diabetes Wellness Program, which 
furthers the development of effective health promotion activifies and messages tailored to American 
Indian/Native Alaskan communities. These resources will also enable the DDT to expand its translational 
research studies, leading to improved public health interventions. 

The National Diabetes Prevention Program 

The CDCs National Diabetes Prevention Program (NDPP) supports the national network of community-based 
sites where trained staff will provide those at high risk for diabetes with cost-effective, group-based lifestyle 
intervention programs. 

The NDPP is a proven and inexpensive means of combating a growing epidemic. Research has shown the 
NDPP can reduce the risk of type 2 diabetes by 58% for individuals with prediabetes. Furthermore, the NDPP 
costs approximately $300 per participant, as compared to an average of $6,649 in annual health care costs for the 
treatment of a person with diabetes. The Urban Instimte has estimated a nationwide expansion of this type of 
diabetes prevention program will save a total of $190 billion over 10 years. The Association urges Congress to 
provide $80 million for the NDPP in FY 2013, funding needed to bring this program to scale nationwide using 
rigorous standards established by DDT. 


Conclusion 

Not a day passes that I don’t imagine a world free of diabetes and all its burdens on my daughter. This future is 
possible and the Association is counting on Congress to significandy expand its investment of programs to 
prevent, treat, and cure diabetes. As you consider the fTf 2013 funding levels for the NIDDK, the DDT, and the 
NDPP, we urge you to remember diabetes is an epidemic growing at an astoitishing rate and will overwhelm the 
healthcare system with tragic consequences unless oiur elected officials take action. Thank you for the 
opportunity to submit this testimony. The Association looks forward to working with you to stop diabetes. 
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The American College of Preventive Medicine (ACPM) urges the Labor, Health and Human 
Services, Education, and Related Agencies Appropriations Subcommittee to reaffirm its support 
for training preventive medicine physicians and other public health professionals by providing $5 
million in FY 2013 for preventive medicine residency training under the public health and 
preventive medicine line item in Title VII of the Public Health Service Act. ACPM also 
supports the recommendation of the Health Professions and Nursing Education Coalition that 
$520 million be appropriated in FY 2013 to support all health professions and nursing education 
and training programs authorized under Titles VIl and VIII of the Public Health Service Act. 

In today’s healthcare environment, the tools and expertise provided by preventive medicine 
physicians are integral to the effective functioning of our nation’s public health system. These 
tools and skills include the ability to deliver evidence-based clinical preventive services, 
expertise in population-based health sciences, and knowledge of the social and behavioral aspects 
of health and disease. These are the tools employed by preventive medicine physicians who 
practice in public health agencies and in other healthcare settings where improving the health of 
populations, enhancing access to quality care, and reducing the costs of medical care are 
paramount. As the body of evidence supporting the effectiveness of clinical and population- 
based interventions continues to expand, so does the need for specialists trained in preventive 


medicine. 
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Organizations across the spectrum have recognized the growing demand for preventive medicine 
professionals. The Institute of Medicine released a report in 2007 calling for an expansion of 
preventive medicine training programs by an “additional 400 residents per year” and the Council 
on Graduate Medical Education recommends increased funding for preventive medicine 
residency training programs. Additionally, the Association of American Medical Colleges 
released statements in 201 1 that stressed the importance of incorporating behavioral and social 
sciences in medical education as well as announcing changes to the Medical College Admission 
Test that would test applicants on their knowledge in these areas. This is a strong indicator of the 
increasing recognition of the need to take a broader view of health that goes beyond actual 
medical care, which is a unique focus and strength of preventive medicine residency training. 

In fact, preventive medicine is the only one of the 24 medical specialties recogmzed by the 
American Board of Medical Specialties that requires and provides training in both clinical 
medicine and public health. Preventive medicine physicians possess critical knowledge in 
population and community health issues, disease and injury prevention, disease surveillance and 
outbreak investigation, and public health research. They are well versed in leading collaborative 
efforts to improve health that include stakeholder groups from all aspects of an issue, including 
community, industry, healthcare provider, academic, payer, and government organizations, that 
address both healthcare-related and social and behavioral determinants of health. This diversity 
in also illustrates the value preventive medicine physicians offer to many different sectors, 
industries, and organizations. 
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According to HRSA and health workforce experts, there are personnel shortages in many public 
health occupations, including among others, epidemiologists, biostatisticians, and environmental 
health workers. Exacerbating these shortages is a shrinking supply of physicians trained in 
preventive medicine: 

• From 1 970 to 2008, the percentage of total U.S. physicians self-designating as 
preventive medicine physicians decreased from 2.3% to 0.9%. 

• Between 1 999 and 2006, the number of residents enrolled in preventive medicine 
training programs declined nearly 20%. 

• The number of preventive medicine residency programs decreased from 90 in 1999 to 
73 in 2011-2012. 


ACPM is deeply concerned about the shortage of preventive medicine-trained physicians and the 
ominous trend of even fewer training opportunities. The decline in numbers is dramatic 
considering the existing critical shortage of physicians trained to carry out core public health 
activities. This deficiency will lead to major gaps in the expertise needed to deliver clinical 
prevention and community public health. The impact on the health of those populations served 
by HRSA may be profound. 

Physicians training in the specialty of Preventive Medicine, despite being recognized as an 
underdeveloped national resource and in shortage for many years, are the only medical residents 
whose graduate medical education (GME) costs are not supported by Medicare, Medicaid or 
other third party insurers. Training occurs outside hospital-based settings and therefore is not 
financed by GME payments to hospitals. Both training programs and residency graduates are 
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rapidly declining at a time of unprecedented national, state, and community need for properly 
trained physicians in public health and disaster preparedness, prevention-oriented practices, 
quality improvement and patient safety. 

Currently, residency programs scramble to patch together funding packages for their residents. 
Limited stipend support has made it difficult for programs to attract and retain high quality 
applicants; faculty and tuition support has been almost non-existent. Directors of residency 
programs note that they receive many inquiries about and applications for training in preventive 
medicine; however, training slots often are not available for those highly qualified physicians 
who are not directly sponsored by an outside agency or who do not have specific interests in 
aretis for which limited stipends are available (such as research in cancer prevention). 

The Health Resources and Services Administration (HRSA) — ^as authorized in Title VII of the 
Public Health Service Act — is a critical funding source for several preventive medicine residency 
programs, as it represents the largest federal funding source for these programs. HRSA funding 
($3.5 million in FY 2012) currently supports only 40 preventive medicine residents across 9 
residency training programs. An increase of $1.5 million will allow HRSA to support nearly 20 
new preventive medicine residents. 

These programs directly support the mission of the HRSA health professions programs by 
facilitating practice in underserved communities and promoting training opportunities for 
underrepresented minorities: 

• Forty percent of HRS A-supported preventive medicine graduates practice in medically 
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underserved communities, a rate four times the average for all health professionals. These 
physicians are meeting a critical need in these underserved communities. 

• One-third of preventive medicine residents funded through HRSA programs are under- 
represented minorities, which is three times the average of minority representation among all 
health professionals. 

• Fourteen percent of all preventive medicine residents are under-represented minorities, the 
largest proportion of any medical specialty. 

The chronic disease epidemic is imperiling the future of our nation’s health and prosperity. 
Correcting the root causes of this critical problem will require a multidisciplinary approach that 
addresses issues of access to healthcare, social and environmental influences, and behavioral 
choices. ACPM applauds the initiation of new programs such as the Community Transformation 
Grant that take this broad view of the determinants of chronic disease. However, any efforts to 
strengthen the public health infrastructure and transform our communities into places that 
encourage healthy choices must include measures to strengthen the existing training programs 
that help produce public health leaders. 

Many of the leaders of our nation’s local and state health departments are trained in preventive 
medicine. Their unique combination of expertise in both medical knowledge and public health 
make them ideal choices to head the charge against chronic disease as well as other threats to our 
nation’s health. Investing in the residency programs that provide physicians with the training and 
skills to take on these leadership positions is an essential part of keeping Americans healthy and 
productive. 
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On behalf of the American Dental Hygienists' Association (ADHA), thank you for the opportunity to 
submit testimony regarding appropriations for Fiscal Year (FY) 2013. ADHA appreciates the 
Subcommittee's past support of programs that seek to improve the oral health of Americans and to 
bolster the oral health workforce. Oral health is a part of total health and authorized oral health care 
programs require appropriations support in order to increase the accessibility of oral health services, 
particularly for the underserved. 

ADHA is the largest national organization representing the professional interests of more than 150,000 
licensed dental hygienists across the country. In order to become licensed as a dental hygienist, an 
individual must graduate from an accredited dental hygiene education program and successfully 
complete a national written and a state or regional clinical examination. Dental hygienists are primary 
care providers of oral health services and are licensed in each of the fifty states. Hygienists are 
committed to improving the nation's oral health, a fundamental part of overall health and general well- 
being. 

In the past decade, the link between oral health and total health has become more apparent and the 
significant disparities in access to oral health care services have been well documented. At the state and 
local level, policymakers and consumer advocates have been pioneering innovations to extend the reach 
of the oral health care delivery system and improve oral health infrastructure. At this time, when 
130,000 million Americans struggle to obtain the oral health care required to remain healthy. Congress 
has a great opportunity to support oral health prevention, infrastructure and workforce efforts that will 
make care more accessible and cost-effective. 


1 1 American Dental Hygienists' Association - March 29, 2012 
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ADHA urges full funding of all authorized oral health programs and describes some of the key oral 
health programs below: 

Title VII Program Grants to Expand and Educate the Dental Workforce - 
Fund at a level of $32 million in FY 2013 

A number of existing grant programs offered under Title VII support health professions education 
programs, students, and faculty. ADHA is pleased that dental hygienists are recognized as primary care 
providers of oral health services and are included as eligible to apply for several grants offered under the 
"General, Pediatric, and Public Health Dentistry" grants. 

With millions more Americans eligible for dental coverage in coming years, it is critical that the oral 
health workforce is bolstered. Dental and dental hygiene education programs currently struggle with 
significant shortages in faculty and there is a dearth of providers pursuing careers in public health 
dentistry and pediatric dentistry. Securing appropriations to expand the Title VII grant offerings to 
additional dental hygienists and dentists will provide much needed support to programs, faculty, and 
students in the future. 

ADHA recommends funding at a level of $32 million for FY 2013. 

Alternative Dental Health Care Provider Demonstration Project Grants - 
Fund at a level of $10 million in FY2013 

Congress recognized the need to improve the oral health care delivery system when it authorized the 
Alternative Dental Health Care Provider Demonstration Grants, Section 340G-1 of the Public Health 
Service Act. The Alternative Dental Health Care Providers Demonstration Grants program is a federal 
grant program that recognizes the need for innovations to be made in oral health care delivery to bring 
quality care to the underserved by pilot testing new models. This is an opportunity for dental education 
programs, health centers, public-private partnerships and other eligible entities to apply for funding that 
will allow for innovation, within the confines of state laws, to further develop the dental workforce and 
extend the reach of the oral health care system. This grant program, administered by the Health 
Resources and Services Administration (HRSA), would fund workforce innovations, including building on 
the existing dental hygiene workforce, utilizing medical providers, and pilot testing new providers, like 
dental therapists and advanced practice dental hygienists, who practice in accordance with state 
practice acts. 

A number of dental hygiene-based models are listed as eligible for the grants, including advanced 
practice dental hygienists, public health hygienists and independent practice dental hygienists. 

Currently, 35 states have policies that allow dental hygienists to work in community-based settings (like 
public health clinics, schools, and nursing homes) to provide preventive oral health services without the 
presence or direct supervision of a dentist. Among the 35 direct access states are the Representatives' 
home states of Montana, California, Texas, Idaho, Arizona, Connecticut and New York. Direct access to 
dental hygiene services is especially critical for vulnerable populations like children, the elderly, and the 
geographically isolated who often struggle to overcome transportation, lack of insurance coverage, and 
other barriers to oral health care. 

Dental workforce expansion is one of many areas that need to be addressed as we move forward with 
efforts to increase access to oral health care services to those who are currently not able to obtain the 
care needed to maintain a healthy mouth and body. The authorizing statute makes clear that pilots 
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must "increase access to dental care services in rural and underserved communities" and comply with 
state licensing requirements. Such new providers are already authorized in Minnesota and are under 
consideration in Connecticut, Vermont, Kansas, Maine, New Hampshire, Washington State and several 
other states. 

The FY2012 Labor, Health and Human Services funding bill included language designed to block funding 
for this important demonstration program. We seek your leadership in removing this unjustified 
prohibition on funding for the Alternative Dental Health Care Providers Demonstration Grants. This is a 
grant program to explore new ways of delivering oral health care in rural and underserved areas in 
compliance with state law. There is unanimity in the call for new types of dental providers and there 
simply is no health policy justification for the prohibition. 

Please keep the following points in mind as you consider funding this dental workforce grant program 
for the underserved: 

• The existing dental delivery model has increased in efficiency and is highly effective for those 
who have access to a dental office and are covered through insurance. However, the system 
fails the more than 80 million Americans who lack dental insurance, those who are 
geographically isolated, and those who are unable to travel to a private dental office for 
treatment. 

• Reports that these workforce pilots will allow non-dentists to do dental surgery/irreversible 
procedures are unfounded. All grants must, by statute, be conducted in accordance with state 
law. The grant program can not authorize or allow non-dentists to perform irreversible/surgical 
dental procedures UNLESS state law allows for the provision of such services. 

• All pilots must be specifically designed to increase access in rural and other underserved areas. 
This is a dental workforce grant program for the underserved. 

• Nearly 48 million Americans live in dental health professional shortage areas according to the 
Health Resources and Services Administration (HRSA), and HRSA included funding for this 
program in its FY 2012 and FY 2013 budget justifications. 

• An estimated 9,500 new dental practitioners are needed to end the nation's dental care 
shortages. New types of models must be explored and, by statute, HRSA must contract with 
lOM to evaluate the demonstrations, which will yield valuable information to inform decisions 
about the dental workforce of the future. 

• All evidence available demonstrates the safety and quality of care delivered by non-dentist 
providers, including for Dental Health Aide Therapists in Alaska. Dental therapists have 
successfully been in practice overseas for nearly a century. Funding to support pilot testing of 
new dental workforce models will yield additional data on the economic viability of new oral 
health providers. 

• The Alternative Dental Health Care Providers Demonstration Program is a grant program to pilot 
dental workforce innovations that, by statute, must "increase access to dental health care 
services in rural and other underserved communities" and must be compliant with "all 
applicable State licensing requirements." New types of dental providers are essential to solving 
the nation's oral health access crisis and this grant program will help determine what types of 
providers are viable. 
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ADHA, along with more than 60 other oral health care organizations, advocated for funding of this 
important program. Without the appropriate supply, diversity and distribution of the oral health 
workforce, the current oral health access crisis will only be exacerbated. 

ADHA recommends funding at a level of $10 million for FY 2013 to support these vital demonstration 
projects. 

Oral Health Prevention and Education Campaign - 
Fund at a level of$S million in FY 2013 

A targeted national campaign led by the Centers for Disease Control to educate the public, particularly 
those who are underserved, about the benefits of oral health prevention could vastly improve oral 
health literacy in the country. While significant data has emerged over the past decade drawing the link 
between oral health and systemic diseases like diabetes, heart disease, and stroke, many remain 
unaware that neglected oral health can have serious ramifications to their overall health. Data is also 
emerging to highlight the role that poor oral health in pregnant women has on their children, including a 
link between periodontal disease and low-birth weight babies. 

ADHA advocates an allocation of $5 million in FY 2013 for a national oral health prevention and 
education campaign. 

School-Based Sealant Programs - 

Fund at a level sufficient to ensure school-based sealant programs in all SO states 

Sealants have long-proven to be low-cost and effective in preventing dental caries (cavities), particularly 
in children. While most dental disease is fully preventable, dental caries remains the most common 
childhood disease, five times more common than asthma, and more than half of all children age 5-9 
have a cavity or filling. 

The CDC noted that data collected in evaluations of school-based sealant programs indicates the 
programs are effective in stopping and preventing dental decay. Significant progress has been made in 
developing best practices for school-based sealant programs, yet most states lack well developed 
programs as a result of funding shortfalls. ADHA encourages the transfer of funding from the Public 
Health and Prevention Fund sufficient to allow CDC to meaningfully fund school-based sealant programs 
in all 50 states in FY 2013. 

Oral Health Programming within the Centers for Disease Control 
Fund at a level of$2S million in FY2013 

ADHA joins with others in the dental community in urging $25 million for oral health programming 
within the Centers for Disease Control. This funding level will enable CDC to continue its vital work to 
control and prevent oral disease, including vital work in community water fluoridation. Federal grants 
to facilitate improved oral health leadership at the state level, support the collection and synthesis of 
data regarding oral health coverage and access, promote the integrated delivery of oral health and other 
medical services, enable states to innovate new types of oral health programs and promote a data- 
driven approach to oral health programming. 

ADHA advocates for $25 million in funding for grants to improve and support oral health infrastructure 
and surveillance. 
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Dental Health Improvement Grants - 
fund at a level of $20 million in fY 2013 

HRSA administered dental health improvement grants are an important resource for states to have 
available to develop and carry out state oral health plans and related programs. Past grantees have 
used funds to better utilize the existing oral health workforce to achieve greater access to care. 
Previously awarded grants have funded efforts to increase diversity among oral health providers in 
Wisconsin, promote better utilization of the existing workforce including the extended care permit (ECP) 
dental hygienist in Kansas, and in Virginia implement a legislatively directed pilot program to allow 
patients to directly access dental hygiene services. 

ADHA supports funding of HRSA dental health improvement grants at a level of $20 million for FY 2013. 

National Institute of Dental and Craniofacial Research - 
fund at a level of $450 million in fY 2013 

The National Institute of Dental and Craniofacial Research (NIDCR) cultivates oral health research that 
has led to a greater understanding of oral diseases and their treatments and the link between oral 
health and overall health. Research breeds innovation and efficiency, both of which are vital to 
improving access to oral health care services and improved oral status of Americans in the future. 

ADHA joins with others in the oral health community to support NIDCR funding at a level of $450 million 
in FY 2013. 

Conclusion 

ADHA appreciates the difficult task Appropriators face in prioritizing and funding the many meritorious 
programs and grants offered by the federal government. In addition to the items listed, ADHA joins 
other oral health organizations in support for continued funding of the Dental Reimbursement Program 
(DRP) and the Community-Based Dental Partnerships Program established under the Ryan White 
HIV/AIDS Treatment and Modernization Act ($14 million for FY 2013) as well as block grants offered by 
HRSA’s Maternal Child Health Bureau ($8 million for FY 2013). ADHA also supports full funding for 
community health centers, and urges HRSA be directed to further bolster the delivery of oral health 
services at community health centers, including through the use of new types of dental providers. 

ADHA remains a committed partner in advocating for meaningful oral health programming that makes 
efficient use of the existing oral health workforce and delivers high quality, cost-effective care. 
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STATEMENT BY AMERICAN HEART ASSOCIATION 
GORDON TOMASELLI, M.D., PRESIDENT 
202-785-7900; claudia.louis(g).heart.org ; 1150 Connecticut Ave, NW, DC 20036 
FY 2013 LABOR-HHS-EDUCATION APPROPRIATIONS: NIH, CDC, HRSA, AHRQ 

Despite considerable progress in the fight against heart disease, stroke and other forms of 
cardiovascular disease, CVD remains our nation’s No. 1 and most costly killer, with one person 
dying from it every 39 seconds. CVD is also a major cause of disability, costing our country an 
estimated $298 billion in medical expenses and lost productivity in 2008. Today, an estimated 
83 million adults suffer from CVD. In addition, risk factors for CVD, such as obesity, diabetes, 
and high blood pressure, are on the rise. At age 40, the lifetime risk for CVD is two in three for 
men and more than one in two for women. Many are surprised to learn that CVD is the leading 
cause of death in women, outweighing cancer and other diseases. 

Unfortunately, these startling statistics will likely worsen. A recent study projects that by the 
year 2030, more than 40% of adults in the U.S. will live with the effects of CVD at a cost 
exceeding $1 trillion annually that would impoverish both the healthy and the ill. The graying of 
America’s Baby Boomers along with the volatile growth in medical spending are the key drivers 
of these rising costs. Compounding this dire situation, heart disease and stroke prevention, 
research, and treatment programs remain not only woefully underfunded, but there is no steady 
and dependable stream of resources for the National Institutes of Health (NIH) to mount a long- 
term strategy to fight this terrible disease, enhance prevention and foster best care. 

CVD is the No. 1 killer in each state, except Alaska. Yet, research has shown that it is mostly 
preventable when treatable risk factors, such as high blood pressure and smoking, are addressed. 

Where one lives can affect survival from a deadly type of heart disease — sudden cardiac arrest. 
Only 21 states received FY 2010 funds for Health Resources and Services Administration’s 
Rural and Community Access to Emergency Devices Program (HRSA) to save lives from SCA. 

To avoid a looming CVD crisis, American Heart Association challenges Congress to prioritize 
prevention. Evidence-based prevention programs must reach people where they live, work and 
play. Prevention must be a keystone to encourage early age heart healthy and stroke-free habits. 

Thanks to the insight of Department of Health and Human Services, heart attack and stroke 
prevention will likely improve. AHA proudly partners with HHS to effect and achieve Million 
Hearts. Co-led by Centers for Disease Control and Prevention (CDC) and Centers of Medicare 
and Medicaid Services, this public-private partnership seeks to prevent 1 million heart attacks 
and strokes in five years. 

In this time of budgetary belt-tightening, AHA lauds Congress for providing a glimmer of hope 
to the one-in-three adult CVD sufferers in the U.S. by wisely investing in the NIH, HRSA, CDC, 
and in the Prevention and Public Health Fund for FY 2012. While we advocated for higher 
increases, these funds will help improve our nation’s physical and fiscal health. Stable and 
sustained FY 2013 funding is critical to advance heart disease and stroke research, prevention 
and treatment. However, the failure of the Joint Select Committee on Deficit Reduction to agree 
on a plan to reduce deficits will result in automatic across-the-board cuts in January 2013. Based 
on current projections, nearly every CVD research and prevention program will be cut by 9%. 
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FUNDING RECOMMENDATIONS: INVESTING IN THE HEALTH OF OUR NATION 

Sadly, promising research remains unfunded that could stem the increase of heart disease and 
stroke risk factore. Also, too many Americans die from CVD while proven prevention efforts beg 
for resources for widespread implementation. Now is the time to boost research, prevention and 
treatment of our nation’s leading and most costly killer. If Congress fails to capitalize on the 
progress of the past 50 years, Amerieans will pay more in lives lost and health care costs. Our 
recommendations below address the issues in a thorough and fiscally responsible way. 


Summarv of Recommendations 


National Institutes of Health 

$32 billion 

National Heart, Lung, and Blood Institute 
National Institute of Neurological Disorders 

$3,214 billion 

and Stroke 

$1,698 billion 

Agency for Healthcare Research and Quality 

$400 million 

Centers for Disease Control and Prevention 

$7.8 billion 

WISEWOMAN 

$37 million 

Division for Heart Disease and Stroke Prevention $75 million 

National Center for Health Statistics 

Health Resources and Services Administration 

$162 million 

Rural and Community Access to Emergency 
Devices Program 

$8,927 million 


Capitalize on Investment for the National Institutes of Health fNIHl 

NIH-funded research prevents and cures disease, generates economic growth, fosters innovation, 
and preserves the U.S. role as the world leader in pharmaceuticals and biotechnology. NIH 
sponsored studies have revolutionized patient care. Further, NIH remains the single largest 
ftmder of basic research - the starting point for all medical advances and an essential function of 
the Federal government. The private sector cannot fill this gap because there is no guarantee that 
this type of research will lead to an instant or profitable product or cure. 

NIH research produces major returns on investment by developing new technologies that create 
high-paying jobs. Also, the typical NIH grant supported about seven mainly high-tech full-time 
or part-time jobs in FY 2007. In FY 2010, NIH created nearly a half-million U.S. jobs and 
produced about $70 billion in economic activity. Each dollar NIH distributes in a grant returns 
$2.21 in goods and services to the local community in one year. 

However, with sequestration looming, NIH faces an estimated 9% or $2.8 billion cut, reducing 
its budget to the 2004 level. Since NIH invests in each state and in 90% of congressional 
districts, thousands of jobs will be lost, with a ripple effect on our fragile economic recovery. 
Such draconian budget cuts will both endanger NIH’s role as the world leader in medical 
research — ^when our competitors are escalating their investment — ^and will severely delay 
research and development of disease treatments and cures. 
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American Heart Association Advocates'. We ask for a FY 2013 appropriation of $32 billion for 
NIH to build on successes to save lives, improve health, spur our economy and spark innovation. 
Also, we urge Congress to protect NIH from across-the-board cuts for the aforesaid reasons. 

Enhance Funding for NIH Heart and Stroke Research; A Proven and Wise Investment 

From 1998 to 2008, death rates for coronary heart disease and stroke fell nearly 29% and 35% 
respectively. Yet, more must be done to improve lives and to prevent these illnesses. Declines in 
these deaths are directly linked to NIH research, with scientists now on the verge of exciting 
discoveries that could lead to game-changing treatments and even cures. For example, the largest 
U.S. stroke rehabilitation study showed that intensive, home-based physical therapy as well as a 
more complex program using a body weight-supported treadmill can improve walking. Both 
programs resulted in superior walking ability as compared to usual care. 

One of the largest-ever NIH-sponsored analyses of CVD lifetime risks demonstrated that middle- 
age adults with one or more classic CVD risk factors have a much greater chance of suffering a 
major CVD event. Further, it showed traditional risk factors predicted one’s long-term 
development of CVD more than just age. Also, NIH studies identified 29 genetic variants that 
influence blood pressure, providing new clues for control, and demonstrated that those at highest 
risk of a second stroke should undergo aggressive medical treatment rather than with a stent. 

In addition to saving lives, NIH research can cut health care costs. For example, the first NIH 
tPA drug trial resulted in a 10-year net $6.47 billion drop in stroke health care costs. Also, the 
Stroke Prevention in Atrial Fibrillation Trial 1 produced a 10-year net savings of $1.27 billion. 

Cardiovascular Disease Research: National Heart. Lung, and Blood Institute fNHLBI) 

In spite of lower mortality rates and many promising avenues, there is still no cure for CVD. 

With an aging population, demand will only increase to find better ways for Americans to live 
healthy and productive lives, despite CVD. Stable and sustained NHLBI funding is needed to 
build on investments that provided grants to use genetics to identify and treat those at greatest 
risk of heart disease; hasten drug development to reduce high cholesterol and blood pressure; and 
create tailored strategies to treat, slow or prevent heart failure. Other key studies include an 
analysis of whether lower blood pressure than now recommended further reduces risk of heart 
disease, stroke, and cognitive decline. Sustained critical funding will allow for aggressive 
implementation of other priority initiatives in the cardiovascular strategic plan. 

Stroke Research: National Institute of Neurological Disorders and Stroke ININDS) 

An estimated 795,000 Americans will suffer a stroke this year, and more than 134,000 will die 
from one. Many of the seven million survivors face severe physical and mental disabilities and 
emotional distress. In addition to the physical and emotional toll, stroke cost a projected 
$34 billion in medical expenses and lost productivity for 2008. The future does not bode well. A 
recent study projects stroke prevalence will increase 25% over the next 20 years, striking more 
than 10 million individuals with direct medical costs rising 238% over the same time period. 

Stable and sustained NINDS funding is required to capitalize on investments to prevent stroke, 
protect the brain from damage and enhance rehabilitation. This includes initiatives to: (1) 
determine if MRJ brain imaging can assist in selecting stroke victims who could benefit from the 
clot busting drug tPA beyond the 3-hour treatment window; (2) assess chemical compounds that 
might shield brain cells during a stroke; and (3) advance stroke rehabilitation by studying if the 
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brain can be helped to “rewire” itself after a stroke. Enhanced funding will also allow for 
proactive initiation and implementation of the NINDS’ novel stroke plaiming process to develop 
priorities to advance the most promising prevention, treatment and recovery research. 

American Heart Association Advocates: While AHA supports increased funding for all the 1 8 
NIH institutes and centers that conduct heart and stroke research, we specifically recommend 
that NHLBI be funded at $3,214 billion and NINDS at $1,698 billion for FY 2013. 

Increase Funding for the Centers for Disease Control and Prevention fCDO 

Prevention is the best way to protect the health of Americans and reduce CVD’s costs. Yet, 
effective prevention strategies are not being implemented due to inadequate funds. In addition to 
conducting research and evaluation and developing a surveillance system, the Division for Heart 
Disease and Stroke Prevention (DHDSP) manages Sodium Reduction Communities, Paul 
Coverdell National Acute Stroke Registry, and State Heart Disease and Stroke Prevention 
Program. The state program also promotes the “A-B-C-S” of prevention: appropriate aspirin 
therapy. Wood pressure control, cholesterol management and smoking cessation. 

The DHDSP manages WISEWOMAN that serves uninsured and under-insured low-income women 
ages 40 to 64. It helps them avoid heart disease and stroke by providing preventive health services, 
referrals to local health care providers — as needed — and lifestyle counseling and interventions 
tailored to risk factors to promote lasting behavior change. From July 2008 to Jime 2010, it served 
over 70,000 women. In this timeframe, 89% of them were found to have at least one risk factor and 
28% had three or more. Yet, over 43,000 of them participated in at least one session to address them. 

American Heart Association Advocates; AHA concurs with the CDC Coalition in asking for 
$7.8 billion for CDC’s “core programs.” We recommend $75 million to bolster the DHDSP and 
$37 million for WISEWOMAN to add states and serve more women. We also join with the 
Friends of the NCHS in asking for $162 million for the National Center for Health Statistics. 

Restore Funding for Rural and Community Access to Emergency Devices lAEDl Program 

About 90% of sudden cardiac arrest victims die outside of a hospital. However, prompt CPR and 
defibrillation, with an automated external defibrillator, can more than double their chances of 
survival. Communities with comprehensive AED programs have reached survival rates of about 
40%. HRSA’s Rural and Community AED Program provides competitive grants to states to buy 
AEDs, train lay rescuers and first responders in their use and place AEDs where SC A is likely to 
occur - and with tangible results. From September 2007 to August 2008, 3,05 1 AEDs were 
bought and 10,287 people were trained. Due to this effort, almost 800 patients were saved 
between August 1, 2009 and July 31, 2010. Requests for these AED grant dollars have exceeded 
available limited funds. In FY 2009, less than 8% of the applicants were funded and only 21 
states received funds in FY 2010. We applaud Congress for restoring this program to its FY 2010 
level for FY 2012. However, HRSA transferred $1.4 million to the AIDS Drug Assistance 
program, thereby diminishing the positive impact of the funding increase. 

American Heart Association Advocates: We ask for a FY 2013 appropriation of $8,927 million 
to restore the Rural and Community AED Program to its FY 2005 level as 47 states were flmded. 
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Increase Funding for the Agency for Healthcare Research and Quality (AHRO) 

AHRQ develops scientific evidence to improve health care and provides patients and caregivers 
with vital evidence to make the right decisions about their care. AHRQ’s research also enhances 
quality and efficiency of health care. 

American Heart Association Advocates: AHA }o\as Friends of AHRQ in advocating for 
$400 million for AHRQ to preserve its vital initiatives. 

CONCLUSION 

Cardiovascular disease continues to wreak a deadly, disabling and costly toll on Americans. Our 
funding recommendations for NIH, CDC and HRSA outlined above will save lives and cut rising 
health care costs. We urge Congress to seriously consider our proposals that represent a wise 
investment for our nation and for the health and well-being of this and future generations. 
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Statement for the Record of the American College of Physicians to the 
House Appropriations Subcommittee on Labor, Health and Human Services, 
Education, and Related Agencies 
Re: FY2013 Budget, Department of Health and Human Services 
March 29, 2012 

The American College of Physicians (ACP) is pleased to submit the following statement for the 
record on its priorities, as funded under the U.S. Department of Health & Human Services, for 
FY2013. ACP is the largest medical specialty organization and the second-largest physician 
group in the United States. ACP members include 132,000 internal medicine specialists 
(internists), related subspecialists, and medical students. 

As the Subcommittee begins deliberations on appropriations for FY2013, ACP is urging funding 
for the following proven programs to receive appropriations from the Subcommittee: 

• Title VII, Section 747, Primary Care Training and Enhancement, at no less than $71 
million; 

• National Health Service Corps, $535,087,442 million in discretionary funding, in 
addition to the $300 million in enhanced funding through the Community Health Centers 
Fund; 

• National Health Care Workforce Commission, $3 million; 

• Agency for Healthcare Research and Quality, $400 million in base discretionary funding; 
and 


1 



118 


• Centers for Medicare and Medicaid Services, Operations and Management of Exchanges, 
$574.5 million. 

The United States is facing a growing shortage of physicians in key specialties, most notably in 
general internal medicine and family medicine — ^the specialties that provide primary care to most 
adult and adolescent patients. With enactment of the Affordable Care Act (ACA), we expect the 
demand for primary care services to increase with the addition of 32 million Americans receiving 
access to health insurance, once the law is fully implemented. A recent study projects that there 
will be a shortage of up to 44,000 primary care physicians for adults, even before the increased 
demand for health care services that will result from near universal coverage is taken into 
account (Colwill JM, Cultice JM, Kruse RL. Will generalist physician supply meet demands of 
an increasing and aging population? Health Aff (Millwood). 2008 May-Jun;27{3);w232-41. 

Epub 2008 Apr 29. Accessed at http://content.healthafTairs.Org/content/27/3/w232.full on 14 
January 201 1 .). Without critical funding for vital workforce programs, this physician shortage 
■will only grow worse. A strong primary care infrastructure is an essential part of any high- 
functioning healthcare system, with over 100 studies showing primary care is associated with 
better outcomes and lower costs of care 

(htt p://www.acDonline.org/advocacv/where we stand/policv/primarv shortage.pdf ). 

The health professions education programs, authorized under Title VII of the Public Health 
Service Act and administered through the Health Resources and Services Administration 
(HRSA), support the training and education of health care providers to enhance the supply, 
diversity, and distribution of the health care workforce, filling the gaps in the supply of health 
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professionals not met by traditional market forces, and are critical to help institutions and 
programs respond to the current and emerging challenges of ensuring all Americans have access 
to appropriate and timely health services. Within the Title VII program, while we applaud the 
President’s request for $51 million for the Section 747, Primary Care Training and 
Enhancement, we urge the Subcommittee to ftmd the program at $71 million, in order to 
maintain and expand the pipeline of primary care production and training. The Section 747 
program is the only source of federal training dollars available for general internal medicine, 
general pediatrics, and family medicine. For example, general internists, who have long been at 
the frontline of patient care, have benefitted from Title VII training models that promoted 
interdisciplinary training that helped prepare them to work with other health professionals, such 
as physician assistants, patient educators and psychologists. Without a substantial increase of 
funding, HRSA will not be able to carry out a competitive grant cycle for the second year in a 
row for physician training; the nation needs new initiatives relating to increased training in inter- 
professional care, the patient-centered medical home, and other new competencies required in 
our developing health system. 

The College urges $535,087,442 million in appropriations for the National Health Service 
Corps (NHSC), the amount authorized for FY2013 under the AC A; this is in addition to the 
$300 million in enhanced funding the Health and Human Services Secretary has been given the 
authority to provide to the NHSC through the Community Health Care Fund. Since enactment of 
the ACA, the NHSC has awarded nearly $900 million in scholarships and loan repayment to 
health care professionals to help expand the country’s primary care workforce and meet the 
health care needs of communities across the country and there are nearly three times the number 
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of NHSC clinicians working in communities across America than there were three years ago, 
increasing Americans’ access to health care. With field strength of more than 10,000 clinicians, 
NHSC provides health care services to about 10.5 million patients across the country; the 
increase in funds must be sustained to help address the health professionals’ workforce shortage 
and growing maldistribution. The programs under NHSC have proven to make an impact in 
meeting the health care needs of the underserved, and with more appropriations, they can do 
more. 

We urge the Subcommittee to fully fund the National Health Care Workforce Commission , as 
authorized by the ACA, at $3 million. The Coimnission is authorized to review current and 
projected health care workforce supply and demand and make recommendations to Congress and 
the Administration regarding national health care workforce priories, goals, and polices. 
Members of the Commission have been appointed but have not been able to do any work, due to 
a lack of funding. The College believes the nation needs sound research methodologies 
embedded in its workforce policy to determine the nation’s current and future needs for the 
appropriate number of physicians by specialty and geographic areas; the work of the 
Commission is imperative to ensure Congress is creating the best policies for our nation’s needs. 

The Agency for Healthcare Research and Quality (AHRQ) is the leading public health service 
agency focused on health care quality. AHRQ’s research provides the evidence-based 
information needed by consumers, providers, health plans, purchasers, and policymakers to make 
informed health care decisions. The College is dedicated to ensuring AHRQ’s vital role in 
improving the quality of our nation’s health and recommends a base discretionary budget of 
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$400 million. This amoimt will allow AHRQ to continue its critical health care safety, quality, 
and efficiency initiatives; strengthen the infrastructure of the research field; reignite innovation 
and discovery; develop the next generation of scientific pioneers; and ultimately, help transform 
health and health care. 

Finally, ACP is supportive of the Centers for Medicare and Medicaid Services. Operations 
and Management of Exchanges request for $574.5 million. Such funding will allow the federal 
government to administer an insurance exchange, as authorized by the ACA, if a state declines to 
establish one by early 2013 that meets federal requirements. If the Subcommittees decides to 
deny the requested funds, it may make it much more difficult for the federal government to 
organize a federally-facilitated exchange in those states, raising questions about where and how 
their residents would get coverage. It is ACP’s belief that all legal Americans - regardless of 
income level, health status, or geographic location - must have access to affordable health 
insurance. 

In conclusion, the College is keenly aware of the fiscal pressures facing the Subcommittee today, 
but strongly believes the United States must invest in these programs in order to achieve a high 
performance health care system and build capacity in our primary care workforce and public 
health system. The College greatly appreciates the support of the Subcommittee on these issues 
and looks forward to working with Congress as you begin to work on the FY2013 appropriations 
process. 
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Testimony of Derry C. Roopenian, Ph.D., on behalf of 
The American Association of Immunologists (AAI), 

Submitted to the House Appropriations Subcommittee on Labor, Health and Human 
Services, Education and Related Agencies, 

Regarding the Fiscal Year (FY) 2013 Budget for the National Institutes of Health 

March 29, 2012 

[Derry C. Roopenian, Ph.D., (207) 288-63%; dcr@jax.org ] 

The American Association of Immimologists (AAI), a not-for-profit professional society comprised 
of more than 7,400 of the world’s leading experts on the immune system, respectfully submits this testi- 
mony regarding appropriations for the National Institutes of Health (NIH) for Fiscal Year (FY) 2013. AAI 
members work in academia, government, and industry; most either receive NIH grants which support their 
research or depend on the NIH-funded basic research in developing therapeutics to prevent or treat disease. 

NIH’s preeminence - and America’s dominance - in advancing medical research, discovering treat- 
ments and cures, and “growing” brilhant yotmg scientists has been unchallenged for more than fifty years. 
However, continued erosion of NIH funding has already led to the loss of highly qualified scientists and the 
closure of labs.' For those scientists who are able to continue, competing and securing research support 
increasingly occupies the time that could — and shotJd - be dedicated to new advances and discoveries. 

NIH funding is important to our economy. Unlike many federal agencies, NIH distributes most 
(>80 percent) of its $30.7 bilUon budget to scientists in all fifty states, making NIH binding a formidable 
engine for local and national economic growth.' NIH funding supports highly skilled jobs focused on 
improving human and animal health, less skilled jobs which support laboratories, academic institutions, and 
a community of employees,’ and the training of our nation's future researchers, inventors and innovators. 

The broad reach of the immune system 


All humans and other animals require a properly working immune system to survive. Optimally, 
this system defends against infectious agents which require a host to persist and propagate. Many infectious 
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diseases, including influenza, HIV/AIDS, tuberculosis, malaria, and the common cold, challenge - and 
sometimes overcome - the defenses mounted by the immune system. Other malfunctions result in the 
immune system attacking our normal body tissues, causing “autoimmune" diseases or disorders, including 
Type 1 diabetes, multiple sclerosis, rheumatoid arthritis, asthma, allergies, inflammatory bowel diseases, 
and lupus.* The immune system also impacts many other diseases and conditions, including cancer, 
Alzheimer’s, * obesity. Type 11 diabetes, psoriasis, alopecia areata, and pregnancy loss. In addition, urgent 
public health challenges require understanding the immime response to pathogens that might cause the next 
pandemic; * man-made and natural infectious organisms (including plague, smallpox and anthrax) that could 
be used for bioterrorism; and environmental threats that could cause or exacerbate disease. Although 
immunology is a relatively young field, research advances have already yielded remark able progress.^ But 
solving key scientific questions that lead to prevention and cures cannot occur without a strong, sustained 
biomedical research enterprise, adequately funded through appropriations to NIH. 

Recent immunological discoveries and translation to treatment 

• AIDS vaccine. Study of the immune system has helped lengthen the fives of those diagnosed with 
HIV from months in the 1980s to as much as 50 years today.* Recently, several key advances have helped 
us understand how HIV evades immune recognition and how to generate more efficacious HIV vaccines. In 
one discovery, scientists were able to visualize neutralizing antibodies bound to HIV on a molecular level, 
determine the nature of the interaction, and find a broadly neutralizing antibody that combats several strains 
of HIV.” Such advances promise to lead to effective therapies and vaccines against many viruses, including 
HIV. 

• Universal Flu vaccine. Remarkable advances are also being made on improved seasonal influenza 
vacdnes and exciting “universal” flu vaccines that would provide protection against multiple strains of 
influenza. 
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• Anti-cancer racemes. In testimony submitted to this subcommittee in 2009, AAI described a 
promising new cancer treatment that would redirect the immune system to attack cancer cells by 
maniptilating the inhibitory molecule CTLA-4. In 201 1 , the Food and Drug Administration (FDA) 
approved CTLA-4 blockade (ipilimumab) for the treatment of metastatic melanoma after Phase III clinical 
trials showed that ipilimumab improved survival for these patients.**' In 2010, the first therapeutic cancer 
vaccine (Provenge), for the treatment of prostate cancer, was approved by the FDA. This vaccine takes 
advantage of the immune system’s ability to sense and then attack cancer cells.” Both therapies were based 
on fundamental immunological discoveries of the past several decades and are now guiding the development 
of numerous other therapeutics which direct the immune system to specifically attack cancer cells. 

The importance of sustained NIH funding 

AAI greatly appreciates this subcommittee’s long history of bipartisan support for biomedical 
research, NIH funding has supported many excellent projects to advance human health and strengthen the 
nation’s research infrastructure. However, fiscal pressures in recent years have resulted in flat or reduced 
NIH funding. Combined with increases in biomedical research inflation, these budgets have significantly 
eroded NIH’s purchasing power; the President’s FY 201 3 budget would reduce NIH’s purchasing power to 
2001 levels. AAI is deeply concerned that inadequate NIH funding will harm ongoing research, weaken 
the U.S. biomedical research enterprise, and enable global competitors to recruit our best scientists. 

AAI recommendation for NIH funding for FY 2013 

Although AAI believes that NIH needs a substantial infusion of funds, we realize that such an 
increase is unlikely this year. Therefore, AAI recommends a budget for NIH of at least $32 billion 
to enable NIH to support existing research projects, fund a limited number of excellent new ones, and 
stabilize the research enterprise. More is needed, however, to grow the system or inspire confidence in it, 
particularly among the brightest young students who may hesitate to pursue careers in biomedical research. 
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AAI priorities for FY 2013 

Biomedical innovation and discovery are best achieved through individual investigator-initiated 
research, i.e., researchers working all around the country, whose grant applications are peer-reviewed and 
fimded by NIH. “Top-down” science, in which the government specifies the type of research it wishes to 
fund, is less likely to achieve the desired goals than fimding the best grant apphcations. AAI is concerned, 
therefore, that the President’s budget reduces fimding for research project grants (RPGs) by $26 milhon. 
While NIH’s new management plan anticipates funding a larger number (672) of new and competing 
RPGs, this reduced fimding would require awards to be smaller and/or shorter in duration. Although this 
may be the best way for NIH to manage less RPG fimding, it will not solve the fimdamental problem caused 
by the erosion of the NIH budget: fewer scientists receiving the support they need to do their work. 

The President's budget provides $64 milUon to the National Center for Advancing Translational 
Sciences (NCATS), including $40 miUion for the Cures Acceleration Network (CAN). Although AAI 
supports NIH’s desire to facilitate the translation of basic research from “bench to bedside,” AAI questions 
whether such large increases are wise when overall RPG funding is experiendjig a worrisome decline. 

AAI is concerned about a new Administration policy that limits the ability of government scientists 
to attend privately sponsored scientific meetings and conferences.'* Government scientists are valued 
members of our organization and contribute significantly to scientific advancement in the field. It is as 
important to AAI to have them attend our meetings as it is for them to attend. Dialogue and information 
exchange among scientists from government, academia, industry and private institutes is absolutely essen- 
tial, and any barriers to the participation of government scientists undermines the best interests of science. 

Conclusion 

AAI thanks this subcommittee for its strong support for medical research, NIH and the thousands of 
researchers who devote their lives to scientific discovery and the prevention, treatment, and cure of disease. 
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' FASEB, “Federal Funding for Biomedical and Related Life Sciences Research FY 201 3,” 
http : / / WWW .faseh . ora / 1 inkClick . aspx?tileticket= 1 OOs6tel4kY%3D&tabid— 64 . 

Everett Ehrlich, NlH’s Role in Sustaining the U.S. Economy, http: / / www.umtedformedicalresearch.com/ wp- 
content/uploads/2012/03/NIHs-Role-in-Sustalning-the-lIS- Economy-201 1 .pdf . 

^ NM funding supports “almost 50,000 competitive grants to more than 300,000 researchers at more than 
2,500 universities, medical schools, and other research institutions in every state and around the world.” 
http://nih.pov/about/budget.htm . (March 1, 2012) 

’ “One study estimates that every dollar of NM support returns $ 2 . 2 1 in goods and services in just one 
year, and that on average, every NIH grant creates seven high-quahty jobs.” Testimony of Francis S. 

Collins, M.D., Ph.D., March 28, 2012, page 7. http:/ /appropriations.senate.gov/ht- 
labor.cfm?method=hearings.view&id— fb86 1787-al 53-4ed0-9ba8-f48368 lfec2a . See also Ehrhch, NIH’s 
Role in Sustaining the U.S. Economy (see footnote 1 , above). 

* The immune system works by recognizing and attacking bacteria, viruses, and tumor cells inside the body. 
It is also responsible for the rejection response following transplantation of organs or bone marrow. 

^ Allis on Bond, “Immune Response May Worsen Alzheimer's,” Scientific American, January 18, 2010, 
http://www.scientilicamerican.com/article.cfm?id=inflamed-neurons . 

* To best protect against an influenza pandemic, scientists should focus on basic research to combat seasonal 
flu (building capacity, pursuing new production methods, seeking optimized vaccines/ dehvery methods). 

’in 2011, three NM-supported immimologists (the late Ralph Steinman, M.D., Bruce Beutler, M.D., and 
Jules Hoffman, Ph.D.) received the Nobel Prize in Medicine for their important contributions to the field. 

* Anthony S. Fauci, “After 30 years of HIV/AIDS, real progress and much left to do,” Washington Post, May 
27, 201 1 , http://www.washingtonpost.com/opinions/after-30-years-of-hivaids-real-progress-and-much- 
left-to-do/201 1/05/27/AGbimyCH story.html . 

’ Robert Pejchal et al., “A Potent and Broad Neutralizing Antibody Recognizes and Penetrates the HIV 
Glycan Shield,” Science 334, (2011): 1097. 

Stephen Hodi et al., “Improved Survival with Ipilimumab in Patients with Metastatic Melanoma,” N Engl J 
Med 363, (2010): 711-723. 

" See http: / /www.fda.gov/NewsEvents/Newsroom/PressAtmouncements/ ucm2 10174.htm . 

FASEB, Predictable and Sustainable Funding for NIH Will Drive Innovation and Progress, 2012, 
http : / / WWW, faseb . org / 1 .inkClick . aspx?fiIeticket=aD01N W4adp0%3d&tabid=43 1 . 

See http: / /www.hhs. gov/travel/policies/ 201 2%20policy%20manual.pdf . 
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Statement for the Record to the House Committee on Appropriations 
Concerning fhe Bill to Fund the Departments of Labor, Health and Human 
Services, and Education, and Related Agencies Appropriations for FY 2013 

March 29, 2012 

The American Academy of Family Physicians, representing 100,300 family physicians and 
medical students nationwide, urges the House Appropriations Subcommittee on Labor, Health 
and Human Services, and Education to invest in our nation’s primary care physician workforce in 
the fiscal year 2013 appropriations bill to promote the efficient, effective delivery of health care. 

We recommend that the Committee provide the Health Resources and Services Administration 
and the Agency for Healthcare Research and Quality: 

• At least $71 million for Health Professions Primary Care Training and Enhancement, authorized 
under Title VII, Section 747 of the Public Health Service Act (PHSA); 

• $10 million for Teaching Health Centers development grants (PHSA Title VII, §749A); 

• $4 million for Rural Physician Training Grants (PHSA Title VII, §7496); 

• $122,2 million for the Office of Rural Health Policy (PHSA§§ 301, 330A, and 338J, and §§711 
and 1820(j), Title XVIII of the Social Security Act)-, 

• At least $300 million for the National Health Service Corps (PHSA § 338A, B, and I); 

• $120 million for the Primary Care Extension program (PHSA § 399V-1) in FY 2013; and 
• $3 million for the National Health Care Workforce Commission (ACA § 5101). 
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HEALTH RESOURCES AND SERVICES ADMINISTRATION <HRSA) 

The AAFP urges the Committee to provide at least $7 billion for HRSA in the FY 2013 

appropriations bill. Fundamental to HRSA’s mission of improving access is supporting efforts to 

train and place the necessary primary care physician workforce. There is ample evidence that 

primary care physicians serve as a strong foundation for a more efficient and effective health 

care system. Federal investment not only would help to guide health system change to achieve 

optimal, cost-efficient health for everyone, but also would support primary care medicine training 

in what the January 2012 Bureau of Labor Statistics Projections recognized as “the most rapidly 

growing sector in terms of employment through 2020." 

Title VII Health Professions Training Programs — As the only medical specialty society 
devoted entirely to primary care, the AAFP is gravely concerned that a failure to provide 
adequate funding for the Title VII, Section 747, Primary Care Training and Enhancement 
(PCTE) program, will destabilize education and training support for family physicians. Between 
1998 and 2008, in spite of persistent primary care physician shortages, family medicine lost 46 
training programs and 390 residency positions, and general internal medicine lost nearly 900 
positions.* A study published in the Annals of Family Medicine on the impact of Title Vtl training 
programs found that physicians who work with the underserved at Community Health Centers 
and National Health Service Corps sites are more likely to have trained in Title Vll-funded 
programs,^ Title VII primary care training grants are vital to departments of family medicine, 
general internal medicine, and general pediatrics; they strengthen curricula; and they offer 
incentives for training in underserved areas. In the coming years, medical services utilization is 
likely to rise, given the increasing and aging population, as well as the insured status of more 

’ Phillips RL and Turner, BJ. The Next Phase of Title VII Funding for T raining Primary Care Physicians for America’s Health 
Care Needs. Ann Fam Med. 2012;10(2):163-168. 

^ Rittenhouse DR, et al. Impact of Title VII training programs on community health center staffing and national health 
service corps participation. Ann Fam Med. 2008;6{5):397-405. 
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people. These demographic trends will worsen family physician shortages. The AAFP urges 
the Committee to increase the level of federal funding for primary care training to at least $71 
million in FY 2013 to support the continuing work of grantees and allow for a new grant cycle. 

Teaching Health Centers — The AAFP has long called for reforms to graduate medical 
education programs in order to encourage the training of primary care residents in nonhospital 
settings, where most primary care is delivered. An excellent first step is the innovative Teaching 
Health Centers program, authorized under Title VII, § 749A, to increase primary care physician 
training capacity now administered by HRSA. Federal financing of graduate medical education 
has led to training that occurs mainly in hospital inpatient settings, even though most patient 
care is delivered outside of hospitals in ambulatory settings. The Teaching Health Centers 
program provides resources to qualified community-based ambulatory care settings that 
operate a primary care residency. We believe that this program requires an investment of $10 
million in FY 2013 for planning grants. 

Rural Health Needs — HRSA’s Office of Rural Health Policy focuses on key rural health policy 
issues and administers targeted rural grant programs. As members of the medical specialty 
most likely to enter rural practice, family physicians recognize the need to dedicate resources to 
rural health needs. 

A recent study found that medical school rural programs have had a significant impact on rural 
family physician supply and called for wider adoption of that model to substantially increase 
access to care in rural areas, compared with greater reliance on international medical graduates 
or unfocused expansion of traditional medical schools.^ HRSA’s Rural Physician Training Grant 

^ Rabinowitz,HK, et al. Medical School Rural Programs: A Comparison With International Medical Graduates in Addressing 
State-Level Rural Family Physician and Primary Care Supply. Academic Medicine, Vol. 87, No, 4/April 2012. 
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Program will help medical schools recruit students most likely to practice medicine in rural 
communities. This program wilt help provide rural-focused experience and increase the number 
of medical school graduates who practice in underserved rural communities. The AAFP 
recommends that the Committee provide $4 million for the Rural Physician Training Grant 
Program in FY 2013. 

Primary Care in Undeserved Areas — The National Health Service Corps (NHSC) recruits 
and places medical professionals in Health Professional Shortage Areas to meet the need for 
health care in rural and medically underserved areas. The NHSC provides scholarships or loan 
repayment as incentives for physicians to enter primary care and provide health care to 
Americans in Health Professional Shortage Areas. By addressing medical school debt burdens, 
the NHSC also helps to ensure wider access to medical education opportunities. The AAFP 
recommends that the Committee provide at least $300 million for the National Health Service 
Corps for FY 2013. 

The AAFP has worked closely with HRSA to promote data-driven community health center 
expansion. The mapping tool developed and managed by the Robert Graham Center for Policy 
Studies in Family Practice and Primary Care identifies areas in greatest need of Federally 
Qualified Health Centers. Since the launch of the tool on July 1, 2010, the UDS Mapper has 
registered more than 4,500 users; it can be found at http://www. udsmapoer, org/about. cfm . 

AGENCY FOR HEATLHCARE RESEARCH AND QUALITY (AHRQ) 

The AAFP supports the work of AHRQ's Center for Primary Care, Prevention, and Clinical 
Partnerships (CP3), which serves as the home for the AHRQ's Practice-Based Research 
Network of primary care ambulatory practices. This network studies community-based practice. 
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Furthermore, we recognize AHRQ as an important resource for primary care workforce data. 

The AAFP asks that the Committee provide at least $400 million for AHRQ in FY 201 3. 

Primary Care Extension Program — The AAFP supports AHRQ's Primary Care Extension 
Program to provide information to primary care physicians about evidence-based therapies and 
techniques so that they can incorporate them into their practice. As AHRQ develops more 
scientific evidence on best practices and effective clinical innovations, the Primary Care 
Extension Program will disseminate the information learned to primary care practices across the 
nation in much the same way as the federal Cooperative Extension Sen/ice provides small 
farms with the most current agricultural information and guidance. The AAFP recommends that 
the Committee provide $120 million for the AHRQ Primary Care Extension program in FY 2013. 

NATIONAL HEALTH CARE WORKFORCE COMMISSION 

Appointed on September 30, 2010, the 15-member National Health Care Workforce 
Commission was intended to serve as a national resource with a broad array of expertise. The 
Commission was directed to analyze current workforce distribution and needs; evaluate health 
care education and training; identify barriers to improved coordination at the federal, state, and 
local levels and recommend ways to address them; and encourage innovations to address 
population needs, changing technology, and other factors. 

There is broad consensus about the waning availability of primary care physicians in the United 
States, but estimates of the severity of the regional and local shortages vary. The AAFP 
supports the work of the Commission to analyze primary care shortages and propose 
innovations to help produce the physicians that our nation needs and will need in the future. 

We request that the Committee provide $3 million in FY 2013 so that this important Commission 
can begin this important work. 
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Summary 

The American Association for Dental Research (AADR) provides thousands of scientists a forum 
to develop and exchange knowledge for the prevention, diagnosis, and treatment of diseases and 
disorders that affect the teeth, mouth, and jaws, as well as other systemic conditions. Dental 
research plays an important role in keeping people healthy throughout their lives. 

Investments made in dental research have provided a considerable return for Americans as well as 
for governments at the local, state, and federal levels. However, dental research - like much of 
the broader biomedical community - is challenged by an investment in the National Institutes of 
Health that is failing to keep pace with inflation. The alarming trend is best evidenced by the fact 
that the NIH grant success rate is now at its lowest level in its history. 

My testimony will illustrate the advances made as well as the challenges that remain to be 
addressed in a few critical areas. As examples, I will touch on tooth decay, oral and phaiyngeal 
cancer, and salivary diagnostics. 
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Introduction 

Mr. Chairman and members of the Committee, I am Rena D’Souza, Chair of the Department of 
Biomedical Sciences at Baylor College of Dentistry and President of the American Association 
for Dental Research. Today, my testimony is on behalf of AADR. 

I thank the committee for this opportunity to testify about the exciting advances in oral health 
sciences that have been made possible through funding from the NIH and the National Institute of 
Dental and Craniofacial Research (NIDCR). In this testimony, I will highlight advances in dental 
decay, oral cancer, and salivary diagnostics research. I will also discuss the challenges that lie 
ahead. 


What is the American Association for Dental Research? 

The American Association for Dental Research is a non-profit organization with more than 4,000 
members in the United States. Its mission is to: 1) advance research and gain a better 
understanding of the importance of oral health; 2) support and represent the oral health research 
community; and 3) educate the public about research findings. 
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Why is Oral Health Important? 

Oral health is an essential component of overall systemic health throughout life. Poor oral 
health and untreated oral diseases and conditions can affect the most fundamental human needs 
including the ability to eat and drink, swallow, maintain proper nutrition, smile and 
communicate. Tooth decay and gum disease represent much of the problem, but oral cancer and 
facial defects are also impacting many lives. Moreover, as the nation ages, oral health 
conditions and their associated systemic impacts will increase. 

Oral Health Research and Development 

Tooth Decay - Research leading to the understanding, prevention, and treatment of tooth decay 
has yielded one of the greatest public health successes of the past half-century. Due to water 
fluoridation and other preventive measures, tooth decay is no longer the inevitable process that 
left one-third of Americans over the age of 45 with no teeth. Yet, not all Americans are 
benefiting. One need only look to a recent New York Times article from March b*, that describes 
preschoolers being treated for cavities under general anesthesia. Or, to the 2007 stoiy of 12-year 
old Diamonte Driver who died after an infection from an abscessed tooth spread to his brain. 
Indeed, the prevalence of dental cavities in children is on the rise. We now look to research for 
answers. For example, scientists may soon be able to interfere with key genes and proteins that 
would take away the ability of bacteria to cause decay. Further, work is being done at NEDCR- 
funded oral health disparity centers to understand why disparities in oral health occur in the first 
place. The NIDCR Dental Materials and Biomaterials Program has produced important 
developments in response to a variety of conditions, such as new materials to repair tooth decay 
and periodontal disease. 

Oral and Pharyngeal Cancer - Oral and throat cancers kill 7,600 Americans each year. These 
are complex diseases that require clinical, molecular, genetic, epidemiological and 
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bioinfomatic approaches. Research is underway to develop new methods and devices to aid in 
earlier detection and integration of screening, diagnosis, and treatment. 

Salivary Diagnostics - Saliva-based diagnostic tests offer significant potential for improving both 
oral and general health by early detection of oral cancer, Sjogren’s Syndrome, heart attack, and 
even pancreatic cancer. Biomarkers found in saliva help predict disease before symptoms arise. 
Thus, further development and validation of these approaches will enable preemptive care by 
providing diagnosis of the earliest signs of disease. As relayed in the NIDCR FY13 
Congressional Justification, “Identification and clinical validation of salivaiy diagnostic 
biomarkers, and the development of related assays and platform technologies will lead to rapid, 
point-of-care, non-invasive diagnosis of many conditions, including oral cancer, Sjogren’s 
Syndrome, and heart attack.” 

Challenges to Research 

Future advances in health care depend on today’s investments in basic research on the 
flmdamental causes and mechanisms of disease, new technologies to accelerate discoveries, 
innovations in clinical research, and a robust pipeline of creative and skillful biomedical 
researchers. To continue reaping the benefits of a bold research funding platform. Congress must 
make science a national priority. With continued support, NEH investigators will help to 
revolutionize patient care, reduce the growth of health care costs, and generate significant 
national economic growth. 

Fiscal Year 2013 Budget Request 

As you can see, Mr. Chairman, there are many research opportunities with an immediate impact 
on patient care that need to be pursued. A steady and substantial funding stream for NIH overall, 
and NIDCR in particular, is absolutely necessary in order to continue improving the oral and 
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overall health of Americans. We support the recommendation of the Ad Hoc Group for Medical 
Research that the Subcommittee recognize NIH as a critical national priority by providing at least 
$32 billion in funding. Of this amount, NDDCR should receive an appropriation of $450 million. 

Thank you for this opportunity to testify. We at AADR look forward to having the opportunity to 
work with the Congress and NIH to help build a strong and successful research enterprise. 

Til be happy to answer any questions. 
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The AACR, representing 34,000 laboratory, translational, and clinical researchers; other health care professionals; 
and cancer survivors and patient advocates, is pleased to offer the following testimony. As the world’s oldest and 
largest scientific organization focused on every aspect of high-quality, innovative cancer research, our mission is to 
prevent and cure cancer through research, education, communication and collaboration. 


To improve the health of all Americans, sustain the momentum generated through past investments in 
biomedical research and restore lost purchasing power doe to stagnant budgets, the AACR recommends a 
funding level increase to $33 billion for the NIH in FY 2013 and a commensurate increase for the National 
Cancer Institute (NCI). This level of support will enable the future scientific advances needed to seize today’s 
scientific momentum, save countless lives, and spur innovation and economic prosperity for our country and all of 
our citizens. 


The vigorous pursuit of new breakthroughs in cancer research and biomedical science supported through the NIH, 
as well as the NCI, saves lives and promises to improve the entire spectrum of patient care, from prevention, early 
detection, and diagnosis, to treatment and long-term survivorship. As detailed in the AACR Cancer Prog-ess 


there has been an amazing acceleration in the rate of advances against the 200 diseases we call cancer. 


reaching back 40 years to the signing of the National Cancer Act, We are in a time of unprecedented scientific 
American Association for Cancer Research Page 1 of 5 
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opportunity, driven in large part by the vast new knowledge generated through the mapping of the human genome 
and growing knowledge of the biology of cancer. This wealth of information is being translated into new 
treatments and preventive strategies for a number of cancers. 

The research community’s ability to sustain this scientific momentum, however, is increasingly jeopardized - 
particularly given the nation’s current fiscal constraints. Funding for NIH has remained essentially flat for the past 
decade, and due to the rate of biomedical inflation, the agency has lost approximately $5.5 billion in purchasing 
power since 2003. Even without adjusting for inflation, enacted spending bills in recent years have imposed 
outright cuts, and looming sequestration mandated by the Budget Control Act threatens further reductions in 2013. 

Furthermore, funding challenges come at a time when we are facing a "cancer tsunami" as the baby boomer 
generation reaches age 65 and beyond. More than three-quarters of all cancers are diagnosed in individuals aged 55 
and older, and the number of new cancer cases is estimated to approach 2 million per year by 2025. This will 
dramatically exacerbate the current problems with our health care system, and will undoubtedly hit hardest those 
who can least afford it — ^the elderly, medically underserved, and minority populations. We have reached a critical 
inflection point in our ability to conquer cancer, and we can only continue to make significant advances if we renew 
our commitment to allocate the required resources to do so. 

Forty Years of Progress in Cancer Research 

Cancer researchers have worked tirelessly to understand this disease with which nearly every American has a 
personal experience. Undoubtedly, the nation's investment in cancer research is having a remarkable impact in our 
fight against cancer. The historic passage of the National Cancer Act in 1971 focused the attention of the federal 
government and the general public on the vital need to eradicate this disease as soon as possible. Since that time, 
investments in cancer research and biomedical science, particularly those supported by public funds through the 
NIH and the NCI, have accelerated the pace of discovery and the development of new and more effective ways to 
prevent, diagnose, and treat cancer. And because of these investments, today we know that cancer is more complex 
than what could have been imagined during the signing of the National Cancer Act. Cancer is not just a single 
American Association for Cancer Research Page 2 of 5 
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disease. It is an extraordinarily complex collection of more than 200 diseases; many of these may comprise a 
number of different subtypes, depending on which pathways are altered by changes in the cancer genome. 

The progress made against cancer in the last four decades is best illustrated by lives saved and an improved quality 
of life for patients and survivors. Annual cancer deaths in the United States have declined; the five-year survival 
rate for all cancers combined has improved to more than 65 percent, up from 50% in 1975; the five-year survival 
rate for childhood cancers has increased from 52 percent in 1975 to 80 percent today; and 12 million Americans are 
now living as cancer survivors, 1 5% of whom were diagnosed 20 or more years ago. Innumerable advances in basic 
science, cancer prevention and detection, therapeutic development and clinical cancer management are the reasons 
for this tremendous progress. 

Consider the following advances; 

• To date, FDA has approved over 30 molecularly targeted drugs that are less toxic and more effective in 
treating a number of cancers; 

• In 201 1 alone, 12 new cancer drugs or cancer drug uses were approved by the FDA; 

• In 201 1, two newly-approved drugs - one for melanoma and one for lung cancer - were breakthroughs in 
personalized medicine. Each drug was approved with a diagnostic test that identifies patients for whom the 
drug is most likely benefit. 

These are just a few examples of the numerous achievements that are a direct result of our national commitment to 
funding cancer research, prevention, screening, and treatment programs at the NCI, NIH, and other federal 
agencies. We risk losing emerging opportunities in personalized medicine and cancer prevention without stable, 
predictable federal funding for critical cancer research priorities. 

Cancer remains a significant public health challenge 

Despite the significant progress we have achieved, cancer remains the leading cause of death for Americans under 
age 85, and the second-leading cause of death overall. In 2012, more than 1.6 million new cancer cases will be 
diagnosed and more than half a million American lives will be lost to this devastating disease. And due to its 
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enormous complexity, progress against certain cancers -such as pancreatic, brain and lung cancers -has been 
extremely difficult. 

Beyond the enormous toll cancer takes on the lives of affected individuals and their loved ones, cancer bears a 
significant impact on the U.S. economy, costing an estimated $263 billion in direct medical costs and indirect costs 
associated with lost productivity due to illness and premature death. 

Targeted therapies as the future of cancer treatment 

The future of treatment lies in the ability to treat patients based on the specific characteristics of a patient and his or 
her disease — often referred to as personalized medicine. Cancer research is leading the way toward the realization 
of personalized medicine, in no small part thanks to federal investment in deciphering the underlying biology, such 
as the Human Genome Project and, more recently. The Cancer Genome Atlas, an NCI project that is identifying 
important genetic changes involved in cancer. 

Building on the tremendous progress in our understanding of the molecular mechanisms of cancer, numerous novel 
agents have been developed in recent years and many more are in development. New and innovative clinical trials 
are now being conducted that use molecular tests to identify which patients should be treated with which drugs. The 
NCI is investing in efforts that will facilitate the translation of this wealth of basic knowledge into new treatments, 
including validating cancer biomarkers for prognosis, metastasis, treatment response, and progression; accelerating 
the identification and validation of potential cancer molecular targets; minimizing the toxicities of cancer therapy; 
and integrating the clinical trial infrastructure for speed and efficiency. 

Fighting cancer in challenging fiscal times 

It is imperative that efforts to improve our nation’s fiscal stability be grounded in the goal of securing the prosperity 
and well-being of the American people. And it is not by chance that the United States remains a leader in cancer 
research innovation and the development of lifesaving treatments. Our preeminence is a direct result of the steadfast 
determination of the American public and Congress to reduce the burden of this devastating disease by supporting 
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Further, maintaining American global competitiveness is predicated on its commitment to federal support for 
biomedical research and development (R&D). The United States led the world’s economies in the 20th century 
because it led the world in innovation. Today we recognize that the competition is more intense; the challenge is 
tougher; and that is the reason innovation is more important now than ever. A sustained investment into research 
and development is essential to good, new jobs for the 21st century. Between 1999 and 2009 the U.S. share of 
global R&D dropped from 38 percent to 3 1 percent, whereas it grew from 24 percent to 35 percent in the “Asia-10” 
(China, India, Indonesia, Japan, Malaysia, Philippines, Singapore, South Korea, Taiwan and Thailand). While the 
U.S. remains a leader in supporting science and technology, that position could soon be overtaken as Asian 
countries, particularly China, continue to increase their national investments in R&D. Biomedical research not only 
keeps America competitive globally, it also has a strong positive impact on state and local economies. NM dollars 
are creating and saving high-wage, high-tech jobs at a critical time for the U.S. economy. A recent report published 
by a consortium of science and research medical organizations, estimated that NIH directly and indirectly supported 
nearly 488,000 public and private sector jobs, and generated $68 billion in new economic activity in 2010 alone. 

The NTH needs stable, predictable increases in funding 

One out of every three women and one out of every two men in America will develop cancer over their lifetime. 
More than a half million people will succumb to this disease in 2012 -accounting for nearly 1 of every 4 deaths in 
America. This is the challenge we face today. Only an investment in research will improve this current situation 
and allow us to build on the improvements that have been made during the past few decades. 

The AACR recognizes that Congress is being called upon to make difficult decisions among many competing 
priorities. However, there is no more important investment our country can make than supporting NIH. Our ability 
to exploit new and exciting findings for the benefit of cancer patients is contingent on a strong, bipartisan 
commitment from Congress to provide the necessary funding for the NIH and NCI. Millions of current and future 
cancer patients and their loved ones are relying on you to help change the face of cancer. 
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Testimony of the American Association of Colleges of Nursing Regarding 
Fiscal Year 2013 Appropriations for the Title VIII Nursing Workforce Development 
Programs, the National Institute of Nursing Research, and Niuse-Managed Health Clinics 

U.S. House Appropriations Subcommittee on Labor, Health and Human Services, and 
Education, and Related Agencies 

Department of Health and Human Services 

March 29, 2012 

As the national voice for baccalaureate and graduate nursing education, the American Association of 
Colleges of Nursing (AACN) represents 700 schools of nursing that educate over 360,000 students 
and employ more than 16,000 full-time faculty members. Collectively, these institutions produce 
approximately half of our nation’s Registered Nurses (RNs) and all nurse faculty and researchers, 
AACN requests that nursing education, research, and practice are strongly supported in Fiscal Year 
(FY) 2013 through a continued investment in the Nursing Workforce Development programs 
(authorized under Tide VIII of the Public Health Service Act [42 U.S.C. 296 et seq.]), the National 
Institute of Nursing Research (NINR), and the Nurse-Managed Health Climes (NMHCs) (Tide III 
of the Public Health Service Act), so that our nation’s nurses will be prepared to care for the growing 
number of patients requiring a complex range of healthcare services. 

Job Growth in the Nursing Workforce 

The demand for nurses is greater than previously anticipated. In February of this year, the Bureau 
of Labor Statistics (BLS) released their publication Employment Projections for 20 1 0-2020, which 
projects significant growth in the nursing workforce from 2.74 tmlhon in 2010 to 3.45 million in 
2020. This upsurge in demand translates to 712,000 nurses, or an increase of 26%. The BLS further 
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projects the need for 495,500 additional nurses to replace those soon to retire, bringing the total 
number of job openings for nurses due to growth and replacements to 1.2 million by 2020. 

The aging of the nursing workforce and America’s patients underscores this alarming projection. 
According to the 2008 National Sample Survg of Reputered Nurses, of the 2.6 RNs cutrendy practicing 
in America, over one million are age 50 or older, and of these more than 275,000 nturses are over 
the age of 60. As this large segment of the workforce begins to retire, the nation will soon face a 
significant deficit in the number of experienced nurses available to provide services. Concurrent 
with the aging of the nursing workforce is the aging of vVmerica’s Baby Boomer population. It is 
estimated that over 80 million Baby Boomers reached age 65 in 2011. As this population transitions 
into the nation’s oldest generation, these citizens will continue to require more primary care services 
related to chronic illness treatment, medication management, and patient education. A significant 
investment must be made in the education of new nurses to provide the nation with the nursing 
services it requires. 

Title VIII Nursing Workforce Development Programs 

For nearly five decades, the Nursing Workforce Development programs, authorized under Tide 
VIII of the Public Health Service Act, have helped build the supply and distribution of qualified nurses 
to meet our nation’s healthcare needs. Between FY 2005 and 2010 alone, the Tide VIII programs 
supported over 400,000 nurses and nursing students as well as numerous academic nursing 
institutions and healthcare facilities. The Tide VIII programs bolster nursing education at all levels, 
from entry-level preparation through graduate study, and provide support for institutions that 
educate nurses for practice in rural and medically underserved communities. Today, the Tide VIII 
programs are essential to ensure the demand for nursing care is met by supporting fiiture practicing 
nurses and the faculty who educate them. 
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However, faculty vacancies have repeatedly been cited as a fundamental obstacle to maximizing 
nursing school enrollment. Data &om AACN’s 2011-2012 enrollment and graduations survey show 
that nursing schools were forced to turn away 75,587 qualified applications from entry 4evel 
baccalaureate and graduate nursing programs in 201 1 due primarily to faculty vacancies. To counter 
this disparity, the Title VIII Nurse Faculty Loan Program aids in increasing nursing school 
enrollment capacity by supporting students pursuing graduate education, provided they serve as 
faculty for four years after graduation. 

The Title VIII programs also increase the number of practicing nurses entering the pipeline and the 
placement of these nurses into medically-underserved areas. AACN’s Titk VIII Student Recipient 
Surv^, which gathers information annually about Tide VIII funding and outcomes related to nursing 
education and career trajectories, provides evidence to the effectiveness of these programs in 
recruiting more students to the nursing profession and more importandy, practice in rural and 
underserved areas. The 201 1-2012 survey, which included responses from over 1,600 students, 
revealed that 52% of respondents reported that Tide VIII funding affected their decision to enter 
nursing school and practicing in a rural or underserved community was in the top five career plans 
after graduation. 

Additionally, 68% of respondents stated that Tide VIII funding allowed them to attend school full- 
time, as these loan and scholarship programs alleviated the financial burden that obligates many 
students to commit to their education only part-time. The Tide VIII programs decrease the length 
of time needed to obtain their education, thus helping to ensure that students enter the workforce 
without delay. These efforts direcdy align with recommendations in the Institute of Medicine’s 
landmark report Future of Nursing: heading Chanff, Advancing Health which state, “Nurses should 
achieve higher levels of education and training through an improved education system that 
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promotes seamless academic progression.” Financial support from Tide VIII programs ensure that 
more nurses are efficiendy integrated into the workforce. 

Moreover, personal testimony of several survey respondents revealed that many Tide VIII recipients 
intend to practice in the community in which they were educated, a direct state investment. AACN 
respectAilfy requests $251 million for the Nursing Workforce Development programs 
authorized under Tide VIII of the Public Health Service Act in PY 2013. 

National Institute of Nursing Research: Advancing Nursing Science 

The healthcare community is investigating methods to improve the delivery of high-quality care in a 
financially sustainable manner. As one of the 27 Institutes and Centers at the National Institutes of 
Health (NIH), the NINR is dedicated to providing the healthcare workforce with evidence-based 
knowledge and resources needed to accomplish this goal. Research conducted at NINR addresses 
disease prevention and health promotion efforts that improve quality of life and alleviate financial 
burden on individuals and the system. Specific areas targeted by NINR include chronic illness 
management, disease prevention, pain management, and care-giver support. While other research is 
aimed at curing disease, nurse-researchers at NINR focus on the preventing these illnesses that 
threaten to exacerbate an already over-burdened healthcare system. 

Additionally, NINR allocates a generous 6% of its overall budget to the education and training of 
nurse researchers, many of whom dually serve as nurse faculty within our nation’s nursing schools. 

AACN respectfully requests $150 million for the NINR in PY20D. This level of funding is 
on par with the Ad Hoc Group for Medical Research’s $32 billion request for the total NIH 
budget in FY 2013. 
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Nurse-Managed Health Clinics: Expanding Access to Cate 

Managed by Advanced Practice Registered Nurses and staffed by an interdisciplinary health provider 
team, NMHCs provide necessary primary care services to medically-underserved communities and 
serve as critical access points to keep patients out of the emergency room, saving the healthcare 
system millions of dollars annually. NMHCs provide care to vulnerable populations in a host of 
regions of the cormtry, including rural communities. Native American reservations, senior citizen 
centers, elementary schools, and urban housing developments. These communities are the most 
susceptible to developing chronic illnesses that create heavy financial burden on patients and the 
healthcare system. NMHCs aim to reduce disease and create healthier communities through 
improved patient education and health practices. 

Often associated with a school, college, university, department of nursing, federally qualified health 
center, or independent nonprofit healthcare agency, NMHCs also serve as clinical education training 
sites for students of nursing, medicine, physical therapy, social work, and ancillary healthcare 
services. According to AACN, the lack of clinical training sites is often pointed to as a top reason 
for turning away qualified applications in nursing programs. AACN respectiuUy requests $20 
million for the Nurse-Managed Health Clinics in FY 2013. 

AACN recognizes that the Subcommittee and Congress will need to make difficult decisions 
regarding appropriations for Fiscal Year 2013. AACN respectfully requests Congress to continue a 
strong investment in the health of our nation by providing $251 million for the Title VIII Nursing 
Workforce Development programs, $150 million for the National Institute of Nursing Research, 
and $20 million for Nurse-Managed Health Climes in FY 2013. 
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Statement of the American Indian Higher Education Consortium 

SUBMIHED TO THE U.S. HOUSE OF REPRESENTATIVES ■ COMMITTEE ON APPROPRIATIONS 
SUBCOMMriTEE ON UBOR, HHS, EDUCATION, AND REUTED AGENCIES 

March 29, 2012 

This statement includes the Fiscal Year 2013 (FY 2013) recommendations of the nation’s Tribal Colleges 
and Universities (TCUs), covering three areas within the Department of Education. 

I. Higher Education Act Programs; 

• Strengthening Developing Institutions; Titles III and V of the Higher Education Act support 
institutions that enroll large proportions of financially disadvantaged students and that have low 
per-student expenditures. TCUs, funded under Title lll-A Sec. 31 6, which are truly developing 
institutions, are providing quality higher education opportunities to some of the most rural, 
impoverished, and historically underserved areas of the country. The goal of HEA-Titles IIIA/ 
programs is "to improve the academic quality, institutional management and fiscal stability of 
eligible institutions, in order to increase their self-sufficiency and strengthen their capacity to make 
a substantial contribution to the higher education resources of the Nation." The TCU Title lll-A 
program is specifically designed to address the critical, unmet needs of their American Indian 
students and communities, in order to effectively prepare them to succeed in a global, competitive 
workforce. Yet, in FY 201 1 this critical program was cut by over 1 1 percent and by another four 
percent in FY 2012. The TCUs urge the Subcommittee to appropriate $30 million in FY 2013 for 
HEA Title lll-A section 316, which is slightly less than the FY 2010 appropriated funding level. 

• TRIO; Retention and support services are vital to achieving the national goal of having the highest 
percentage of college graduates globally by 2020. TRIO programs, such as Student Support 
Services and Upwaiil Bound were created out of recognition that college access is not enough to 
ensure advancement and that multiple factors work to prevent the successful completion of higher 
education for many low-income and first-generation students and students with disabilities. 
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Therefore, in addition to maintaining the maximum Pell Grant award level, it is critical that 
Congress also sustains student assistance programs such as Student Support Services and 
Upward Bound so that low-income and minority students have the support necessary to allow them 
to remain enrolled in and ultimately complete their postsecondary courses of study. 

Pell Grants: The importance of Pell Grants to TCU students cannot be overstated. A majority of 
TCU students receive Pell Grants, primarily because student income levels are so low and they 
have far less access to other sources of financial aid than students at state-funded and other 
mainstream institutions. Within the TCU system, Pell Grants are doing exactly what they were 
intended to do - they are serving the needs of the lowest income students by helping them gain 
access to quality higher education, an essential step toward becoming active, productive members 
of the workforce. However, beginning July 1 , 201 2, new Department of Education regulations will 
be imposed, limiting Pell eligibility to 12 full-time semesters. This change in policy will impede 
many TCU students from attaining a postsecondary degree, which is widely recognized as being 
critical for access to, and advancement in, today’s highly technical workforce. Recent placement 
tests administered at TCUs indicated that 62 percent of first-time entering students required 
remedial math. 55 percent needed remedial writing, and 46 percent required remedial reading. 
Students requiring remediation can use as much as a full year of eligibility enhancing their math, 
and or reading/writing skills, thereby hampering their future postsecondary degree plans. A prior 
national goal was to provide access to quality higher education opportunities for all students 
regardless of economic means, at which TCUs have been extremely successful. While the new 
national goal is to produce the graduates with postsecondary degrees by 2020, this policy does not 
advance that goal. On the contrary, the new regulations will cause many low-income students to 

once again abandon their dream of a postsecondary degree, as they will simply not have the 
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means to pursue it. The goal of a well-trained technical workforce will be greatly compromised. 
This new policy recalls the adage "penny wise - pound foolish." The TCUs urge the Subcommittee 
to continue to fund this essential program at the highest possible level, and to direct the Secretary 
of Education to implement a process to waive the very restrictive 12 semester Pell Grant eligibility 
for TCU students. 

II, Perkins Career and Technical Education Programs: 

• Tribally-Controlled Postsecondary Career and Technical Institutions; Section 1 17 of the Carl 
D. Perkins Career and Technical Education Act provides a competitively awarded grant opportunity 
for tribally chartered and controlled career and technical institutions. AIHEC requests $8,200,000 
to fund grants under Sec. 117 of the Perkins Act, a modest increase of $54, 000 over the 
President’s FY 2013 Budget request. 

• Native American Career and Technical Education Program (NACTEP): NACTEP (Sec. 1 16) 
reserves 1 .25 percent of appropriated funding to support American Indian career and technical 
programs. The TCUs strongly urge the Subcommittee to continue to support NACTEP, which is 
vital to the continuation of career and technical education programs offered at TCUs that provide 
job training and certifications to remote reservation communities. 

III. American Indian Adult and Basic Education (Office of Vocational and Adult Education): This 
program supports adult basic education programs for American Indians offered by state and local education 
agencies, Indian tribes, agencies, and TCUs. Despite a lack of funding, TCUs must find a way to continue 
to provide much-in-demand adult basic education classes for those American Indians that the present K-12 
Indian education system has failed. Before many individuals can even begin the course work needed to 
learn a productive skill, they first must earn a GED or, in some cases, even learn to read. There is an 
extensive need for adult basic educational programs, and TCUs must have adequate and stable funding to 
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provide these essential activities. TCUs request that the Subcommittee direct that $8 million of the funds 
appropriated annually for the Adult Education State Grants be made available to make competitive awards 
to TCUs to help meet the growing demand for adult basic education and remediation program services on 
their respective reservations. 

JUSTIFICATIONS FOR FY 2013 APPROPRIATIONS REQUESTS FOR TCUs 

Tribal colleges and our students are already disproportionately impacted by efforts to reduce the federal 
budget deficit and control federal spending. The final FY 201 1 Continuing Resolution eliminated all of the 
Department of Housing and Urban Development’s MSI community-based programs, including a critical 
TCU-HUD facilities program. TCUs were able to maximize leveraging potential, often securing even 
greater non-federal funding to construct and equip Head Start and early childhood centers; student and 
community computer laboratories and public libraries; and student and faculty housing in rural and remote 
communities where few or none of these facilities existed. Important STEM programs, operated by the 
National Science Foundation and NASA were cut, and for the first lime since the NSF program was 
established in FY2001 , no new TCU-STEM awards were made in FY 201 1 . Additionally, TCUs and their 
students suffer the impact of cuts to programs such as GEAR-UP, TRIO, SEOG, and are greatly impacted 
by the new highly restrictive Pell eligibility criteria more profoundly than mainstream institutions of higher 
education, which can realize economies of scale due to large endowments, alternative funding sources, 
including the ability to charge higher tuition rates and enroll more financially stable students, and access to 
affluent alumni. The loss of opportunity that cuts to DoEd, HUD, and NSF programs represent to TCUs, 
and to other MSIs, is magnified by cuts to workforce development programs within the Department of 
Labor, nursing and allied health professions tuition forgiveness and scholarship programs operated by the 
Department of Health and Human Services, and an important TCU-based nutrition education program 
planned by USDA. Combined, these cuts strike at the most economically disadvantaged and health- 
challenged Americans. 
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We respectfully ask the Members of the Subcommittee for their continued support of the nation’s TCUs and 
full consideration of our FY 2013 appropriations needs and recommendations. 
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Chairman Rehberq and Members of the Committee: 

The American Industrial Hygiene Association (AIHA) is pleased to submit the following 
comments to the House Committee on Appropriations - Subcommittee on Labor, Health and 
Human Services, Education, and Related Agencies on today’s hearing discussing the Fiscal 
Year 2013 Federal Budget. 

Founded in 1939, AIHA is the premier association serving the needs of professionals involved 
in occupational and environmental health and safety practicing industrial hygiene in industry, 
government, labor, academic institutions, and independent organizations. The AIHA mission is 
to promote healthy and safe working environments by advancing the science, principles, 
practice, and value of industrial hygiene. A healthy workforce is essential to the success of 
American industry, our economic recovery, and our future position in the global economy. 

As this Subcommittee continues its deliberations on the Fiscal Year 2013 Federal Budget, 

AIHA strongly urges you to, at the very least; provide the National Institute for Occupational 
Safety and Health (NIOSH) with funding in Fiscal Year 2013 comparable to that which was 
appropriated in Fiscal Year 2012. The President has proposed a Fiscal Year 2013 budget that 
eliminates all federal funding ($24 million) for the NIOSH Educational and Research Centers 
(ERCs), and $20 million for the Agriculture, Forestry and Fishing (AFF) sector. 

NIOSH is the sole Federal agency responsible for conducting research, making 
recommendations for the prevention of work-related disease and injury, and leading the effort 
to assure that there are occupational safety and health professionals trained to protect 
America’s workers. 
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Consider: 

ERCs - Through the 17 university-based ERCs across the U.S., NIOSH supports 87 
interdisciplinary graduate degree programs and research training in the occupational 
health and safety core areas of industrial hygiene, occupational health nursing, 
occupational medicine, and occupational safety. The ERCs have a unique mission - to 
address occupational safety and health professional practice and research training in an 
inter-disciplinary environment. Graduates also have access to a vigorous continuing 
education program, assuring the latest information to improve worker health and safety. 
The importance of this program cannot be overstated - over 75% of the U.S. 
occupational safety and health professionals are trained through these centers, and 
over 5,000 small, medium and large-businesses are annually provided aid and 
consultation; yet there is still a shortage of qualified professionals to protect workers in 
the coming years. 

AFF - Agricultural safety and health has been an important focus of NIOSH for more 
than 20 years. In 1990 Congress tasked NIOSH to lead the effort to prevent injuries 
and disease in this high-rate occupation. Today, NIOSH funds 7 regional centers for 
agriculture disease and injury research, education and prevention. The fatality rate in 
agriculture is 8 times that of the all-industry average. More than 1 in 10 AFF workers 
experience nonfatal injuries each year, and this reported figure does not even include 
men, women, and youths on farms with fewer than 1 1 full-time employees. With 
elimination of AFF funding one can only imagine what the increase in occupational 
injuries and illnesses might be. 
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Elimination of funding for the ERCs and the AFF program would have negative impact on 
worker occupational safety and health for years to come as fewer and fewer individuals would 
have access to this specialized training. If we are to continue protecting workers in the future 
we must ensure that younger professionals take the place of the Baby Boomers who will soon 
be retiring. 

AIHA and our members are fully aware of the economic situation in the United States and the 
difficult decisions you and others must make in enacting a Fiscal Year 2013 budget. However, 
we must not allow this economic concern to keep us from protecting the health and safety of 
workers throughout this economy. NiOSH plays an important role in this effort and continued 
support by Congress is required. 

AIHA urges you to include at least the Fiscal Year 2012 level of funding in the Fiscal Year 
2013 Labor, Health and Human Services Appropriations bill for the National Institute for 
Occupational Safety and Health (NIOSH). 

Thank you for the opportunity to submit these comments on today’s hearing. Please do not 
hesitate to contact AIHA with any questions you may have. AIHA stands ready to assist you 
and other members of Congress in any possible way. 

For further information, please contact: 

Aaron Trippler 

Director Government Affairs 

American Industrial Hygiene Association 

(703) 846-0730 

atriPDlertSiaiha.orq 

vwww.aiha.orq 

03/29/12 
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American 
Psychological 
Association 

American Psychological Association 
Outside Witness Testimony 
Fiscal Year 2013 
Submitted to 

House Appropriations Subcommittee on Labor-HHS-Education 
March 29, 2012 

The American Psychological Association (APA) appreciates that the Committee is accepting Outside 
Witness Testimony addressing the Fiscal Year 2013 Labor-HHS-Education appropriations bill. APA is a 
scientific and professional organization representing psychology in the United States, with 154,000 
members and affiliates. APA's mission is to advance the creation, communication, and application of 
psychological knowledge to benefit society and improve people’s lives. Although APA and its members 
have broad interests in many of the programs under the Subcommittee's jurisdiction, in this statement 
we highlight critical activities and funding needs in four agencies: the National Institutes of Health, 
Administration on Aging, Centers for Disease Control and Prevention and Substance Abuse and Mental 
Health Services Administration. 

Substance Abuse and Mental Health Services Administration (SAMHSAj-SAMHSA's three component 
agencies have the primary federal responsibility to mobilize and improve mental health and addiction 
services in the U.S. The Center for Mental Health Services promotes improvements in mental health 
services that enhance the lives of adults who experience mental illnesses and children with serious 
emotional disorders; fills unmet and emerging needs; bridges the gap between research and practice; 
and strengthens data collection to improve quality and enhance accountability. 
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APA strongly recommends that Congress allocate the fully authorized amount ($50 million) for 
SAMHSA's National Child Traumatic Stress Network (NCTSN) program which works to aid the recovery of 
children, families, and communities impacted by a wide range of trauma, including physical and sexual 
abuse, natural disasters, sudden death of a loved one, the impact of war on military families, and much 
more. Specifically, APA recommends that SAMHSA increase the number of NCTSN grantees and 
maintain the collaborative model envisioned in the original authorization. 

Racial and ethnic minorities represent 30% of our nation's population, but only 23% of doctoral 
recipients in psychology, social work and nursing. The Minority Fellowship Program (MFP) is a unique 
workforce development initiative that trains ethnic minority mental and behavioral health care 
professionals to provide services to undersen/ed communities. APA urges Congress to maintain level 
funding for MFP ($5.1 million). This funding is needed given the recent expansion of the program by 
granting eligibility to additional disciplines to participate. 

Administration on Aging (AoA)- Older adults are one of the fastest growing segments of the U.S. 
population and approximately 25% of older Americans have a mental or behavioral health problem. In 
particular, older white males (age 85 and over) currently have the highest rates of suicide of any group 
in the U.S. Accordingly, APA urges an expanded effort to address the mental and behavioral health 
needs of older adults including implementation of the mental and behavioral health provisions in the 
Older Americans Act Amendments of 2006, to provide grants to States for the delivery of mental health 
screening, and treatment services for older individuals and programs to increase public awareness and 
reduce the stigma associated with mental disorders in older individuals. APA also recommends that AoA 
designate an officer to administer mental health services for older Americans. 



158 


Family caregivers play an essential role in providing long-term services and supports for the chronically 
ill and aging. For this reason APA supports the Lifespan Respite Care Program and urges Congress to 
appropriate $5 million for this initiative. 

National Institutes of Health (NIH) -The APA supports the recommendation of the Ad Hoc Group for 
Medical Research that the Subcommittee recognize the National Institutes of Health (NIH) as a critical 
national priority by providing at least $32 billion in funding in FY 2013. This recommendation represents 
the minimum investment necessary to avoid further loss of promising research and at the same time 
allows the NIH's budget to keep pace with biomedical inflation. 

While there are many programs at NIH worthy of being highlighted, we want to mention some initiatives 
that are critically important to APA's member scientists. Regarding the proposed reorganization of 
substance use, abuse and addiction research at NIH. APA has long been concerned that substance use, 
abuse and addiction research is significantly under-funded when weighed against the public health and 
public safety impact associated with alcohol, tobacco, and illicit substance use. Any newly reorganized 
entity must be greater than the sum of its parts. This Committee should encourage NIH to fully 
integrate the substance use and related research portfolios of all other NIH Institutes and Centers in 
order to develop a new infrastructure for conducting that research with particular attention to tobacco, 
comorbid mental health disorders, and other compulsive use behaviors. NiH should establish rigorous 
and transparent baselines to define current funding levels, and the allocation of those funds across the 
existing NIH Institutes and Centers to ensure the ability to assess the evolution of the portfolios and 
effectiveness of any organizational change. This Committee should encourage the continued active 
involvement of extramural scientists at every stage of this process as well as the Office of Behavioral and 


Social Sciences Research. 
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To its credit NIH is moving quickly to identify the reasons, documented in a recent Science article, that 
black investigators are significantly less likely to receive ROl awards than investigators from other racial 
groups. The Committee should encourage NIH to devote all necessary resources to this investigation 
and subsequent corrective action. Additional efforts should go toward enhancing the pipeline of 
minority investigators . The Office of Behavioral and Social Sciences Research should be commended for 
its support of a workshop addressing the need to establish a comprehensive and cohesive process to 
track the efforts of government, universities, private foundations and associations to enhance minority 
participation in the sciences. 

APA is concerned that the budget of the Office of Behavioral and Social Sciences Research has been flat, 
at $27 million, for three years, and urges the Committee to provide an inflationary increase at a 
minimum. 

The National Institute on Aging (NIAl has justifiably been the focus of additional resources from the 
Administration so that it may push forward its research on Alzheimer's disease, now that Congress has 
passed legislation authorizing a National Plan for Alzheimer's research and services. The Committee is 
encouraged to give full support to the NIA budget. 

Biomedical approaches to HIV prevention are most effective when they are combined with behavioral 
approaches. With recent scientific advances demonstrating the promise of biomedical HIV prevention 
interventions, behavioral research is needed more than ever to bolster medication adherence and 
treatment uptake, to document real-world decision- making processes associated with biomedical 
interventions, and to better understand potential unintended and/or undesired consequences of 
biomedical interventions. APA encourages the Committee to continue to press the National Institute on 
Mental Health to support a robust HIV/AIDS behavioral prevention research agenda that examines these 
factors, and includes operations research to optimize combination HIV prevention. 
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Centers for Disease Control and Prevention (CDC) - As a member of the Centers for Disease Control 
and Prevention (CDC) Coalition, APA supports a minimum budget of $7.8 billion for CDC core programs 
in FY 2013. CDC programs play a key role in maintaining a strong public health infrastructure and 
protecting Americans from public health threats and emergencies, and in reducing healthcare costs and 
strengthening the nation's health system. The Prevention and Public Health Fund and other fund 
transfers are heavily supplanting program budgets in the President's budget. As you know, the 
Prevention and Public Health Fund was intended to supplement and not supplant the base funding of 
our public health agencies and programs. The proposed $664 million cut to CDC's budget authority in 
the President's budget request would amount to a $1.4 billion decrease in CDC's budget authority since 
FY 2010. APA urges the Subcommittee to restore this cut to CDC's budget authority. 

As a member of the Friends of the National Center for Health Statistics (NCHS), APA endorses the 
President's FY 2013 request of $162 million in funding for the agency's base discretionary budget. The 
health data collected by NCHS, on chronic disease prevalence, health care disparities, emergency room 
use, teen pregnancy, infant mortality, causes of death, and rates of insurance, to name a few, are an 
essential part of the nation's statistical and public health infrastructure. 

APA urges the Subcommittee to designate specific funding for Prevention Research Centers (PRC) 
program again in FY 2013. APA is disappointed to see an over 10 percent decrease in funding for the 
PRC program in the President's budget request. A focus on prevention is essential to improving health 
in America and the Prevention Research Centers network of community, academic, and public health 
partners makes significant contributions to research on evidenced based approaches in health 
promotion. APA urges Congress allocate the resources necessary to support the Prevention Research 
Centers (PRC) so that this network of academic institutions and organizations can continue to contribute 


as widely and effectively to prevention science. 
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SERVICES, EDUCATION, AND RELATED AGENCIES 
March 15, 2012 

The American Public Power Association (APPA) appreciates the opportunity to submit this 
statement supporting funding for the Low-Income Home Energy Production Assistance Program 
(LIHEAP) for Fiscal Year (FY) 2013. 

APPA has consistently supported an increase in the authorization level for LIHEAP. The 
Administration’s FY 2013 budget requests $3 billion for LIHEAP — a cut of $452 million from 
FY 2012 levels. APPA supports extending the current level of $5.1 billion for the program. 

APPA is the national service organization representing the interests of over 2,000 municipal and 
other state and locally owned utilities throu^out the United States (all but Hawaii). Collectively, 
public power utilities deliver electricity to one of every seven electricity consumers 
(approximately 46 million people), serving some of the nation’s largest cities. However, the vast 
majority of APPA’s members serve communities with populations of 10,000 people or less. 

APPA is proud of the commitment that its members have made to their low-income customers. 
Many public power systems have low-income energy assistance programs based on community 
resources and needs. Om members realize the importance of having in place a well-designed 
low-income customer assistance program combined with energy efficiency and weatherization 
programs in order to help consumers minimize their energy bills and lower their requirements for 
assistance. While highly successful, these local initiatives must be coupled with a strong 
LIHEAP program to meet the growing needs of low-income customers. In the last several years, 
volatile home-heating oil and natural gas prices, severe winters, high utility bills as a result of 
dysfunctional wholesale electricity markets and the effects of the economic downturn have all 
contributed to an increased reliance on LIHEAP funds. Even at $5.1 billion, LIHEAP cannot 
provide assistance to all who qualify for the program. Cutting this program by $2.5 billion 
would have very serious consequences for those who rely on the program. 

Also when considering LIHEAP appropriations this year, we encourage the Subcommittee to 
provide advanced funding for the program so that shortfalls do not occur in the winter months 
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during the transition from one fiscal year to another. LIHEAP is one of the outstanding examples 
of a state-operated program with minimal requirements imposed by the federal government. 
Advanced fimding for LIHEAP is critical to enabling states to optimally administer the program. 

Thank you again for this opportunity to relay our support for increased LIHEAP funding for F Y 
2013. 
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Statement of the American Society for Microbiology 
Submitted to the 

House Committee on Appropriations 

Subcommittee on Labor, Health and Human Services, Education and Related Agencies 
On the Fiscal Year 2012 Appropriation for the National Institutes of Health 

March 26, 2012 

The American Society for Microbiology (ASM) is pleased to submit the following statement on 
the Fiscal Year (FY) 2013 appropriation for the National Institutes of Health (NIH). The ASM is 
the largest single life science organization in the world with more than 38,000 members. 
Biomedical research supported by the NIH is critical to overcoming threats to public health, to 
building tomorrow’s scientific workforce, and to stimulating economic sectors tied to health care 
and the biomedical sciences. 

The ASM is very concerned that the Administration’s proposed request for NIH of $30.7 billion 
in discretionary budget authority is the same level of funding enacted for FY 2012. The flat 
funding level does not take into account the atmual inflation rate for biomedical research and 
development, projected to be about 3 percent for FY 2013. While we understand the need to 
constrain federal spending, we are also concerned that NIH funded research has received less 
favorable attention than other science budget requests for FY 2013. At a time when greater, not 
less, federal investment is need in biomedical research opportunities, the NIH budget is flat lined 
and the proposed budget represents a cut in inflation adjusted dollars. In fact, over the past 10 
years the NIH budget has not kept pace with biomedical inflation and has suffered a 20 percent 
loss in purchasing power. 

In FY 2013, about 83 percent of the NIH budget will support extramural research by more than 
325,000 professionals working at more than 3,000 facilities, including universities, hospitals, 
medical schools, and research centers. Nearly 35,900 research project grants (RPGs) will be 
funded, including about 9,400 new and competing grants. Under the proposed funding, RPG 
funding would decline by 0.2 percent compared to the previous year. The success rate of 
applicants for available RPGs has declined significantly. In FY 20 1 2, only 17.7 percent of the 
nearly 49,600 applications were funded. The proposed NIH budget calls for reductions in the 
budgets of research project grants which lowers the average costs and the growth of funding for 
research costs. Even with the budgetary adjustments, the success rate for applicants is still 
projected to be below 20 percent. 

In addition to the concern over the frozen funding level proposed for NIH, we understand that a 
further reduction of about 8 percent may occur in January, 2013 if Congress does not act on an 
alternative budget plan under the Budget Control Act enacted in 201 1 which calls for a cut of 
$ 1 .2 trillion in federal spending over the next decade. These cuts will be devastating to 
biomedical research progress, to the nation’s health and to the United States economy which is 
enormously impacted by the biomedical sciences. 
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The ASM respectfully requests that the NIH be recognized as a national priority and urge 
Congress to appropriate no less than S32 billion in funding in FY 2013 for NIH. This 
funding recommendation represents the minimum investment necessary to avoid loss of 
promising research and allows the NIH budget to keep pace with biomedical inflation. 

NIH Funding Invests in Innovation, Trains the Future Workforce 

In FY 2013, NIH will invest in basic research, accelerating discovery through technology, 
advancing translational sciences, and encouraging new investigators and new ideas. About 54 
percent of the FY 2013 budget will be spent on basic research, reinforcing the role of NIH as our 
nation’s primary source of funding for the basic biomedical sciences. Discovery through 
technology is central to biomedical research, and NIH is a world leader in advanced gene 
sequencing and computing technologies responsible for multiple scientific breakthroughs in 
recent years. NIH programs are translating fundamental knowledge into clinical applications, 
helping to revitalize the shrinking R&D pipeline of new antimicrobial therapeutics and 
redesigning clinical trials to expedite highly sought products like a universal flu vaccine. 

The average age of principal investigators receiving NIH grants has risen steadily over the past 
three decades, while the numbers of NIH supported graduate students and postdoctoral students 
have stagnated. Greater numbers of young professionals in science, medicine, and other technical 
fields must be recruited, trained, and financially supported. Since 2005, the number of NRSA 
applications has generally declined, and fewer than half of NRSA applicants were awarded 
funding in FY 201 1, trends that must be reversed. We commend the recent creation of a new 
division within the National Institute of General Medical Sciences (NIGMS) devoted to training 
and workforce development. Adequate funding for NIH training programs must be provided 
every year to guarantee sufficient numbers of trained research personnel into the future. 

Economic Benefits of Public Investments in Biomedical Research 

The economic impact of NIH supported research is a persuasive argument for increased funding. 
A 201 1 report commissioned by the Association of American Medical Colleges, for example, 
stated that for every dollar invested in research at medical schools and teaching hospitals, $2.60 
of “economic activity” occurs. A recent study by United for Medical Research found that in 
201 1 NIH resources supported about 432,000 jobs and produced $62 billion in economic activity. 
NIH is a major founding partner in the nation’s R&D fueled by genetics research. In 2010, human 
genome sequencing project associated activity generated $67 billion to the US (Batelle). 

Investing in NM has returned decades of discoveries in biomedicine, computer sciences, cutting 
edge technologies, and basic scientific knowledge. Each year, NIH fimding enables research 
advances in microbiology that protect public health, particularly through the National Institute of 
Allergy and Infectious Diseases and the Institute of General Medical Sciences. NIAID supports 
basic and applied research on infectious and immune system diseases to better diagnose, prevent, 
and treat illnesses that constantly challenge our health and well-being. By focusing on basic 
research, NIGMS scientists and grantees make unique contributions to the science of 
microbiology. The ASM is concerned that the flat NIH budget request also applies to these key 
areas of research against threats like infectious diseases and drug resistant pathogens. The FY 
2013 budget request for NIAID is a disappointing increase over the previous year: $4,495 billion, 
or $10 million above FY 2012. The NIGMS request is about $2,379 billion, 2 percent under the 
FY 2012 enacted level. 
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NIH Funding Protects Against Infectious Diseases 

Despite major biomedical advances, infectious diseases remain among the most serious public 
health threats in the United States and worldwide. NIH supports studies of these diseases, as well 
as innovative approaches to diagnosis, treatment, and prevention. The NIH has relentlessly 
pursued HTV/AIDS through a broad portfolio of basic, applied, and translational research with 
increasing success, making the goal of an “AIDS free generation” seem a real possibility. 
Resources are needed to continue aggressive development of new antiretroviral therapeutics, 
vaccines and prevention measures. 

Vaccines have stopped global killers like smallpox, but for many infectious diseases effective 
immunization is not available. Vaccine development is complicated and expensive, a long 
process from basic research to extensive clinical trials to large batch production. The NIH 
provides resources for vaccine research that might not be attempted otherwise. Every year, there 
are compelling results from NIH studies, including the following recent examples: 

• Two doses of the human papillomavirus (HPV) vaccine are as effective as the current 
three dose regimen, significant because most new cases and deaths tied to HPV 
associated cervical cancer occur in low resource countries. Worldwide, there are about 
500,000 new cases of cervical cancer diagnosed and approximately 250,000 women die, 
a result of persistent HPV infection. 

• An experimental vaccine tested in laboratory animals has successfully treated and 
prevented trachoma, the world’s leading cause of infectious blindness for which there is 
no current vaccine. Worldwide, an estimated 1.3 million people are blind from 
trachoma, another 1.8 million have low vision, and 40 million have active infections. 

• NIAID has begun enrolling participants in an early stage clinical trial of a malaria 
vaccine (PfSPZ) to test the vaccine’s safety and efficacy, one of several malaria vaccines 
under study in NIH funded projects. Nearly half of the world’s population lives in areas 
threatened by malaria, and Aere are an estimated 500 million new cases of clinical 
malaria annually. 

• A vaccine of genetically modified bacteria related to the tuberculosis pathogen protects 
mice against infection more effectively than the currently used BCG vaccine. Another 
new vaccine candidate using a stress protein from the TB bacterium also appears superior 
to BCG. TB kills 1.7 million people worldwide and the pathogen is becoming 
increasingly drug resistant. 

• A new class of vaccines, recombinant attenuated salmonella vaccines (RASV), shows 
promise for innovative development strategies. Laboratory weakened forms of 
Salmonella bacteria act as carriers for antigens derived other microbial pathogens like 
Streptococcus pneumoniae', initial results indicate good protection with fewer side effects 
than vaccines currently available. 

One of the great challenges now facing public health is the emergence of microbial pathogens 
resistant to commonly used antibiotics. These antimicrobial resistant (AR) pathogens are 
alarming public health officials within all levels of government and have attracted researchers 
focused on finding ways to mitigate the cost of AR infection. NIAID and NIGMS fund studies 
on the biological mechanisms of resistance and the discovery of much needed new therapeutics. 
Last October, NIAID awarded R&D contracts to companies for development of broad-spectrum 
therapeutics that can be used against classes of pathogens rather than individual pathogens. 
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The NIH is funding the Human Microbiome Project which uses both metagenomic and traditional 
DNA sequencing techniques to study all of the microbial communities that normally live in the 
human body (the “microbiome”) and how these communities are affected by environmental 
factors like antibiotic exposure. Research is unraveling the roles of microbes in human health and 
disease, while developing new bioinformatic tools and reference databases with vast potential 
applications. 

Increased NIH Funding is Needed 

During the budgetary process for FY 2013, we urge Congress to weigh the invaluable NIH 
contributions to the nation’s leadership in biomedicine and its technology driven economic 
excellence. NIH plays a critical role in job creation, economic growth and improving the lives of 
people. We recommend that Congress reverse the flat funding trend for the NIH and provide at 
least $32 billion, a 4.5 percent increase, for the NIH in FY 2013 to improve the nation’s health 
through medical breakthroughs and to maintain international leadership in science and biomedical 
research. US leadership in science is not assured and robust investment in NIH is vital to 
compete with China and other countries. 

Thank you for the opportunity to comment. 
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Written Testimony of the American Society for Pharmacoiogy & Experimental Therapeutics 
House Appropriations Subcommittee on Labor, Health and Human Services, Education 

& Related Agencies 

Fiscal Year 2013 Appropriations for the National Institutes of Health 

The American Society for Pharmacology and Experimental Therapeutics (ASPET) is pleased to 
submit written testimony in support of the National Institutes of Health (NIH) FY 2013 budget. ASPET is a 
5,100 member scientific society whose members conduct basic, translational, and clinical pharmacological 
research within the academic, industrial and government sectors. Our members discover and develop new 
medicines and therapeutic agents that fight existing and emerging diseases, as well as increase our 
knowledge regarding how therapeutics affects humans. 

ASPET recommends a budget of at least $32 billion for the NIH in FY 2013. Research funded by 
the NIH improves public health, stimulates our economy and improves global competitiveness. Sustained 
growth for the NIH should be an urgent national priority. Flat funding or cuts to the NIH budget will delay 
advances in medical research, jeopardizing potential cures, eliminate jobs, and threaten American 
leadership and innovation in biomedical research. 

A $32 billion budget for the NIH in FY 2013 will provide a modest 4% increase to the agency and help 
restore NIH to more sustainable growth. Currently, the NIH cannot begin to fund all the high quality 
research that needs to be accomplished. After several years of flat funding and spending cuts enacted in 
2011, the NIH’s funding environment has reached a critical point: 

• Adjusted for inflation, the FY 2012 budget and the President's FY 2013 budget proposal are $4 
billion lower than the peak year of FY 2003; 

• The number of research project grants funded by NIH has declined every year since 2004, and NIH 
is projected to fund 3,100 fewer grants in FY 2012-2013 than in FY 2004; 

• Success rates have fallen more than 14% in a decade and are projected to decline further in FY 
2012 and FY 2013. 

If flat funding continues or if additional cuts are mandated to the NIH budget for FY 201 3 and beyond, 
research that improves the quality of life will be delayed or stopped, and fewer clinical trials will be 
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conducted. International competitors will continue to gain on this highly innovative U.S. enterprise, and we 
will lose a generation of young scientists who see no prospects for careers in biomedical research. Flat or 
reduced funding for NIH will mean that the agency would have to dramatically reduce new awards and many 
research projects in progress would not receive sufficient funding to complete ongoing work, thus 
representing a waste of valuable research resources. 

An FY 2013 NIH budget of $32 billion would help to begin to restore momentum to NIH funding, A $32 
billion FY 2013 NIH budget will help the agency manage its research portfolio effectively without too much 
disruption of existing grants to researchers throughout the country. The NIH, and the entire scientific 
enterprise, cannot rationally manage boom or bust funding cycles. Scientific research takes time. Only 
through steady, sustainable and predictable funding increases can NIH continue to fund the highest quality 
biomedical research to help improve the health of all Americans and continue to make significant economic 
impact in many communities across the country. An FY 2013 NIH budget of $32 billion will help NIH move 
to more fully exploit promising areas of biomedical research and translate the resulting findings into 
improved health care. 

Diminished Support for NIH will Negatively Impact Human Health 

Diminished funding for NIH will mean a loss of scientific opportunities to discover new therapeutic 
targets and will create disincentives to young scientists to commit to careers in biomedical science. A difficult 
federal funding environment becomes more problematic as economic difficulties have led to less investment 
by the pharmaceutical industry and diminished venture capital needed by the biotech industry. Previous 
investments in NIH research have been instrumental in improving human health. However, a greater 
investment in research is needed to help improve the lives of many afflicted by chronic diseases: 

• Parkinson’s Disease is estimated to afflict over 1 million Americans at an annual cost of $26 billion. 
The discovery of Levodopa was a breakthrough in treating the disease and allows patients to lead 
relatively normal, productive lives. It is estimated that treatments slowing the progress of disease by 
10% could save the U.S. $327 million a year. Current treatments slow progression of the disease, 
but more research is needed to identify the causes of the disease and help to develop better 
therapies. 
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• More than 38 million Americans are blind or visually impaired, and that number will grow with an 
aging population. Eye disease and vision loss cost the U.S. $68 billion annually. NIH funded 
research has developed new treatments that delay or prevent diabetic retinopathy, saving $1,6 
billion a year. Discovery of gene variations in age-related macular degeneration could result in new 
screening tests and preventive therapies. 

• One in eight older Americans suffer from Alzheimer’s disease at annual costs of more than $200 
billion. It is estimated that by 2050 more than 14 million Americans will live with the disease with 
projected costs of $1 . 1 trillion (in 2012 dollars). Although there are new clinical candidates for 
Alzheimer’s disease in development, more basic research is needed to focus on new molecular 
targets and potential cures for this disease. Inadequate funding will delay and prevent improved 
treatment of the disease. 

• Heart disease and stroke are the number one and three killers of Americans, respectively. 
Cardiovascular disease costs the U.S. more than $350 billion annually. Death rates from 
cardiovascular disease have fallen by 50% since 1970. Statin drugs that reduce cholesterol help to 
prevent heart disease and stroke, decrease recurrence of heart attacks and improve survival rates 
for heart transplant patients. 

• Cancer is the second leading cause of death in the U.S. The NIH estimates that the annual cost of 
the disease is over $228 billion. NIH research has shown that human papillomavirus (HPV) 
vaccines protect against persistent infection by the two types of HPV that cause approximately 70% 
of cervical cancers. NIH funded researchers are using nanotechnology to develop probes that could 
pinpoint the location of tumors and deliver drugs directly to cancer cells. NIH funded basic research 
built the foundation for one of the most revolutionary FDA approved new treatments for melanoma 
and helped launch the ear of modern personalized medicine. 

• NIH - fijnded investigators discovered an enzyme that may act as a tumor suppressor, therapeutic 
target, and clinical biomarker in patients with colorectal cancer. Clinical trials are now underway to 
study its role as a possible novel chemoprevention approach to prevent colorectal cancer and 
determine the utility of the enzyme as a prognostic and predictive marker for staging patients with 
disease. The enzyme is also being used as a vaccine target to prevent recurrent disease. Studies 
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are underway evaluating this enzyme's role in regulating appetite and as a possible novel 
therapeutic target to prevent obesity, diabetes, and metabolic syndrome. 

• Finding new uses for existing drugs is difficult but could be life saving and cost effective. NIH- 
funded researchers using new bioinformatic approaches have discovered that a drug designed to 
treat heartburn also inhibited the growth of human lung tumors in laboratory mice. Without 
adequate support for NIH funding, this type of discovery may become impossible and potential 
clinical benefits will not be realized. 

• There are almost 7,000 rare diseases, each afflicting fewer than 200,000 individuals. More than 350 
drugs have been approved for rare diseases since passage of the Orphan Drug Act in 1983. The 
number of new drugs in development is increasing rapidly as researchers gain a better 
understanding of the underlying molecular and genetic causes of disease. Diminished support for 
NIH will prevent new and ongoing investigations into rare diseases that FDA estimates almost 90% 
are serious or life-threatening. 

NIH-funded studies have also indicated that adopting intensive lifestyle changes delayed onset of type-2 
diabetes by 58%, and that progesterone therapy can reduce premature births by 30% in at-risk women. 
Historically, our past Investment in basic biological research has led to many innovative medicines. The 
National Research Council reported that of the 21 drugs with the highest therapeutic impact, only five were 
developed without input from the public sector. The significant past investment in the NIH has provided 
major gains in our knowledge of the human genome, resulting in the promise of pharmacogenomics and a 
reduction in adverse drug reactions that currently represent a major worldwide health concern. Already, 
there are several examples where complete human genome sequence analysis has pinpointed disease- 
causing variants that have led to improved therapy and cures. Although the costs for such analyses have 
been reduced dramatically by technology improvements, widespread use of this approach will require further 
improvements in technology that will be delayed or obstructed with inadequate NIH funding, 
investing in NIH Helps America Compete Economicaily 

A $32 billion budget in FY 2013 will also help the NIH train the next generation of scientists. This 
investment will help to create jobs and promote economic growth. Limiting or cutting the NIH budget will 
mean forfeiting future discoveries to other countries. 
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Woridwide, other nations continue to invest aggressively in science. China has grown its science 
portfolio with annual increases to the research and development budget averaging over 23% annually since 
2000. And while Great Britain has imposed strict austerity measures to address that nation’s debt problems, 
the British conservative party had the foresight to keep its strategic investments in science at current levels. 
The European Union, despite austerity measures and the severe debt problems of its member nations, has 
proposed to increase spending on research and innovation by 45% between 2014 and 2020. 

NIH research funding catalyzes private sector growth. More than 83% of NIH funding is awarded to 
over 3,000 universities, medical schools, teaching hospitals and other research institutions in every state. 
One national study by an economic consulting firm found that federal (and state) funded research at the 
nation’s medical schools and hospitals supported almost 300,000 jobs and added nearly $45 billion to the 
U.S. economy. NIH funding also provides the most significant scientific innovations of the pharmaceutical 
and biotechnology industries. 

Inadequate funding for NIH means more than a loss of scientific potential and discovery. As we 
have noted, failing to help meet the NIH’s scientific potential has led to a significant reduction in research 
grants and the resulting phasing-out of high quality research programs and jobs lost. 

Conclusion 

ASPET appreciates the many competing and important spending decisions the Subcommittee must 
make. The nation’s deficit and debt problems are great. However, NIH and the biomedical research 
enterprise face a critical moment. The agency's contribution to the nation’s economic and physical well 
being should make it one of the nation’s top priorities. With enhanced and sustained funding, NIH has the 
potential to address many of the more promising scientific opportunities that currently challenge medicine. A 
$32 billion FY 201 3 NIH budget will allow the agency to begin moving forward to full program capacity, 
exploiting more scientific opportunities for investigation, and increasing investigator’s chances of discoveries 
that prevent, diagnose and treat disease. NIH should be restored to its role as a national treasure, one that 
attracts and retains the best and brightest to biomedical research and provides hope to millions of 
individuals afflicted with illness and disease. 
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THE AMERICAN SOCIETY OF NEPHROLOGY 

WRITTEN TESTIMONY IN SUPPORT OF INCREASED 
FUNDING FOR THE NATIONAL INSTITUTES OF HEALTH (NIH) 

AND THE NATIONAL INSTITUTE OF DIABETES AND DIGESTIVE AND KIDNEY DISEASES 

(NIDDK) 

LABOR, HEALTH AND HUMAN SERVICES, EDUCATION AND RELATED 
AGENCIES SUBCOMMITTEE OF THE U.S. HOUSE OF REPRESENTATIVES 
COMMITTEE ON APPROPRIATIONS 

MARCH 29, 2012 

EXECUTIVE SUMMARY 

The American Society of Nephrology (ASN) requests $32 billion in funding for the 
National Institutes of Health (NIH) and $2.03 billion in funding for NiH’s National Institute 
of Diabetes and Digestive and Kidney Diseases (NIDDK) in the Fiscal Year (FY) 2013 
Labor-HHS-Education Appropriations biii. 

ASN is dedicated to the study, prevention, and treatment of kidney disease, and the society 
respects your leadership and commitment to both preventing illness and maintaining fiscal 
responsibility. Estimates of chronic kidney disease (CKD) in the United States suggest that it 
affects more than 26 million, or 1 in 9, Americans, and more than 550,000 of them have 
irreversible kidney failure. 

Without research funded by NIH broadly and NIDDK specifically, research leading to 
advances in the care and treatment of adults and children afflicted with kidney disease 
would not be conducted. 

For instance, hereditary diseases such as cystinosis— a metabolic disorder that affects the 
kidneys, eyes, thyroid, pancreas, and brain — can now be treated to prevent or delay its worst 
effects on children. Although cystinosis is a relatively rare disease, this achievement highlights 
that advancing understanding of the genetics of kidney diseases in children enables us to 
address a previously untreatable condition as well as gain significant insight into the 
mechanisms of other kidney conditions. 

In addition, investigative studies supported by NIH and NIDDK generated a groundbreaking 
discovery that helps explain racial/ethnic disparities that increase risks for kidney disease, which 
can lead to earlier detection and treatment. The recent finding that African Americans with 
variant APOL1 genes are at increased risk of kidney disease is a crucial step In understanding 
why this sector of our population is four times more likely to have kidney failure than non- 
Hispanic whites. 

Funding from NIH and NIDDK also enabled research that could improve ESRD patients’ heart 
health and physical wellness: patients receiving daily in-center dialysis had better outcomes 
compared to conventional thrice-weekly dialysis. The discovery of these advantages has 
significant implications for the future of dialysis care for patients with end-stage renal disease 
(ESRD). 
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A funding increase of 4 percent for NIH and 4.5 percent for NiDDK would continue the 
important work that is necessary to move the model from curative health care, where 
interventions occur late in the natural history of a disease, to a preemptive model in 
which the onset of disease is significantly delayed or even prevented — saving taxpayer 
funds and creating a better quality of life for Americans. 

ESRD is covered by Medicare regardless of a patient’s age or disability status. Consequently, 
preventing kidney disease and advancing the effectiveness of therapies for kidney failure — 
starting with innovative research at NIDDK — would have a greater impact at the highest level of 
costs within the Centers for Medicare and Medicaid Services. Perhaps most importantly, in 
human terms, the applied research will help prevent greater suffering among those who would 
otherwise progress to an even greater level of illness. 

Sustained, predictable investment in research is the only way that scientific investigations can 
be effective and lead to new discoveries. With funding from NIH and NIDDK, scientists have 
been able to pursue cutting-edge basic, clinical and translational research. While ASN fully 
understands the difficult economic environment and the intense pressure you are under as an 
elected official to guide America forward during these tough times, the society firmly believes 
that funding NIH at $32 billion and NIDDK at $2.03 billion will continue to create jobs, support 
the next generation of investigators, and ultimately improve public health. 

Several recent studies have concluded that federal support for medical research is a 
major force in the economic health of communities across the nation. 

It is critically Important that the nation continue to capitalize on previous investments to drive 
research progress, train the next generation of scientists, create new jobs, promote economic 
growth, and maintain leadership in the global innovation economy — particularly as other 
countries increase their investments in scientific research. 

Most important, a failure to maintain and strengthen NIH and NIDDK’s ability to support the 
groundbreaking work of researchers across the country carries a palpable human toll, denying 
hope to the millions of patients awaiting the possibility of a healthier tomorrow. 

ASN strongly recommends that the FY 2013 Labor-HHS-Education Appropriations bill uphold its 
longstanding legacy of bipartisan support for biomedical research by providing funding of no 
less than $32 billion for NIH and $2.03 billion for NIDDK. 

Should you have any questions or wish to discuss NIH, NIDDK, or kidney disease research in 
more detail, please contact ASN Manager of Policy and Government Affairs Rachel Shaffer at 
(202) 640-4659 or rhaffer@asn-online.ora . 

ABOUT ASN 

The American Society of Nephrology (ASN) is a 501(c)(3) non-profit, tax-exempt organization 
that leads the fight against kidney disease by educating the society’s 1 3,500 physicians, 
scientists, and other healthcare professionals, sharing new knowledge, advancing research, and 
advocating the highest quality care for patients. For more information, visit ASN’s website at 
www.asn-online.ora. 
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TESTIMONY SUBMITTED TO THE HOUSE APPROPRIATIONS SUBCOMMITTEE 
ON LABOR, HEALTH AND HUMAN SERVICES, EDUCATION, AND RELATED AGENCIES 
Nancy Blaney, Senior Policy Advisor 
Submitted March 29, 2012 

We are grateful to the Subcommittee for this opportunity to offer testimony as you 
consider budget priorities for Fiscal Year 2013. This testimony addresses the National 
Institutes of Health (NIH), but does not make any funding requests. 

Thanks to the 2009 National Academy of Sciences (NAS) report Scientific and 
Humane Issues in the Use of Random Source Dogs and Cats in Research, and to ongoing 
concern on the part of Congress, the NIH has begun the process of prohibiting its 
extramural researchers from acquiring dogs and cats from random source Class B dealers. 
The ban on the acquisition of cats from these dealers will take effect on October 1, and the 
ban on the acquisition of dogs is scheduled to take effect in 2015. 

It should be clarified that the NAS report addressed extramural research funded by 
NIH, not NlH’s internal research endeavors. There was no need — NIH had ceased using 
Class B dog and cat dealers in its own research over 20 years ago, recognizing the 
problems — both ethical and scientific— -caused by acquiring animals from sources that 
treat dogs and cats inhumanely; fail to provide proper veterinary care and the basic 
necessities of life such as clean water, food, and shelter; acquire animals through fraud and 
deception; and are constantly under investigation for apparent violations of the Animal 
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Welfare Act In fact, in a 2010 article in Science (David Grimm, “Dog Dealers’ Days May Be 
Numbered," Vol.327, 26 February 2010, p. 1076-1077], Dr. Robert Whitney, director of 
NlH's animal resources program for 20 years, is quoted as saying, ‘"By using these animals, 
we risk losing our credibility with the public. It’s an Achilles’ heel for research.’’’ Even so, 
and even in the face of Congressional concern, NIH had steadfastly refused to hold its 
outside grant recipients to the same high standards it was requiring of its intramural 
researchers. We commend NIH for taking the NAS report recommendations and Congress’s 
concerns to heart and moving forward to end its support for the Class B dealer system. 

As a result of the NAS report, ongoing Congressional interest, intensive (and overly 
expensive) oversight, and evaporating demand for their dogs and cats, very few of these 
dealers remain. Of the eight remaining random source Class B dog and cat dealers, one is 
still under a license suspension and four others are under investigation. One dealer who 
recently gave up his license had been indicted on a number of federal charges, including 
conspiracy, aggravated identity theft, mail fraud, and making false statements to a federal 
agency. 

However, even with positive steps toward ending the Class B dealer system as a 
source of dogs and cats for research, it is too early for Congress to take its eye off the ball. 
Until the Pet Safety and Protection Act is enacted, thus putting a permanent end to the 
supply of animals to research through Class B dealers, the potential will exist for the system 
to reconstitute itself. In light of this, it is vital that Congress take every opportunity to 
underscore its continuing vigilance on this issue. We therefore respectfully ask the 
subcommittee to include the following language in its report; 
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The Committee wishes to acknowledge that NIH has made progress in moving to end 
the use of Class B random source dealers as suppliers of dogs and cats to its grant 
recipients by recently announcing a ban, effective October 1, 2012, on the acquisition 
of cats from Class B random source dealers. The Committee urges NIH to move as 
expeditiously as possible to implement the ban on the acquisition of dogs from Class B 
random source dealers, preferably before, but certainly no later than, 2015, and to 
ensure that the ban covers not only future grant awards but also those in place at the 
time the ban goes into effect. Finally, the Committee requests that NIH provide regular 
reports to the Committee on the status of this process. 

Thank you for your consideration of this request. 
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To: U.S. House Appropriations Subcommittee on Labor, Health and Human 

Services, Education, and Related Agencies 
From: Nonprofit Data Project of the Aspen Institute 

Re: Employment and Wage Data on the Nonprofit Sector 

Date: March 20, 2012 


As requested, this invited expert testimony is submitted by Cinthia Schuman Ottinger, 
Deputy Director for Philanthropy Programs of the Program on Philanthropy and Social 
Innovation (PSI) of the Aspen Institute. The Nonprofit Data Project, an initiative within PSI, 
convenes leading figures in the field of nonprofit research to improve national data on the 
nonprofit sector. In addition to the Aspen Institute’s Program on Philanthropy and Social 
Innovation, this group includes the Center on Nonprofits and Philanthropy at the Urban Institute, 
GuideStar, Foundation Center, The Center on Philanthropy at Indiana University, and the Center 
for Civil Society Studies at The Johns Hopkins University. 


Employment and Wage Data on the Nonprofit Sector 

The nonprofit sector serves a critical role in U.S. society. In addition to providing a vast 
array of services, from child care and education to job training and placement, the nonprofit 
sector employs a workforce that is larger than that of all but two other U.S. industries 
(manufacturing and retail trade)' and accounts for 5 % of the U.S. GDP.^ This robust and vital 
sector is also an indispensable partner with government, working hand-in-hand with local, state 


' Salamon, Lester M., S. Wojtek Sokolowsi, and Stephanie LGeller. "Holding the Fort: Nonprofit Employment 
during a Decade of Turmoil {2012)." (Washington, DC, Center for Civil Society Studies, The Johns Hopkins 
University, 2012). 

^ (Data is 2008, updated 2011) National Center for Charitable Statistics (NCCS, Urban Institute), Sources of Revenue 
for Reporting Public Charities, 2008. NCCS calculations of IRS Statistics of Income Division Exempt Organizations 
Sample (2008), American Hospital Association 2008 Survey; and the National Health Accounts, produced by CMS. 
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and federal jurisdictions to construct housing, respond to natural disasters, deliver health care, 
produce arts and cultural programs, help the elderly, and feed the poor. 

Given its central role in so many aspects of American life, it is essential that the U.S. 
government keep regular, accurate and accessible data on nonprofit employment and wage 
trends. Employment data would be used as an indicator of nonprofit economic activity, as well 
as a mechanism for evaluating the size, composition, distribution, and growth of nonprofit 
employment in states and regions. 

Current data on nonprofit employment is not available. Although the Census Bureau 
covers nonprofit employment in its Census of Service Industries, this Census is taken only every 
five years and it typically takes the Census Bureau 2-3 years to process the data. Fortunately, 
through its Quarterly Census of Employment and Wages (QCEW) - a source of data that 
connected to the country’s Unemployment Insurance System - the Bureau of Labor Statistics 
collects and distributes regular employment and wage data covering all U.S. places of 
employment. While nonprofit establishments are covered in this data source, nonprofits are not 
broken out separately from other private employment for reporting purposes. 

QCEW data on private employment could and should be broken down between nonprofit 
and for-profit establishments in order to get a clear picture of the true composition of the nation’s 
workforce. The Johns Hopkins University Center for Civil Society Studies has worked with 
Bureau of Labor Statistics personnel to develop an approach for identifying nonprofit 
organizations in the QCEW data files and generating data on nonprofit employment from these 
files. BLS should now utilize this methodology or something similar to it to report on nonprofit 
employment on a regular basis. 


2 



179 


'EN]I> 


THE ASPEN INSTITUTE 


Such data would be used by; 

1) Constituents/! ob-seekers 

• To understand trends in nonprofit employment 

• To gauge nonprofit job growth and job loss in various communities and states 
Example: When considering training or job opportunities, students and unemployed 
individuals may wish to understand nonprofit employment trends in their community or 
state, and ascertain the extent to which segments of the nonprofit sector are experiencing 
high levels of employment change. 

2) Policymakers: 

• To understand the impact of national economic trends on nonprofits 

• To understand the economic impact of the nonprofit sector on local communities 

• To develop an understanding of nonprofit employee capacity by state or region 

• To analyze growth or decline in nonprofit employment in a state, community or 
region 

• To compare employment trends across sectors, regions and industries 

• To understand where nonprofit establishments are located and where there are gaps 

• To gain a regular sense of nonprofit establishment birth and death rates 

Example: U.S. Congress Joint Economic Committee has used nonprofit emplo 5 anent data 
to understand the effects of the recession on nonprofit jobs and the contribution of the 
nonprofit sector to the U.S. economy in difficult economic times. 

3) Nonprofit organizations: 


• To understand the impact of national economic trends on nonprofit employment 

• To compare employment trends across regions 
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• To regularly measure nonprofit sector employment and growth 

• To determine how employment in the nonprofit sector breaks down by sub-sector 

• To understand where nonprofit establishments are located and where there are gaps 

• To make occupational pay comparisons across regions and sub-sectore 

Example: The Nonprofit Roundtable of Greater Washington used nonprofit wage and 
employment data in its 2005 publication. The Business of Doing Good in Greater 
Washington, to analyze the economic impact of nonprofits in the Washington region. 

4) Charitable Donors/Foundations : 

• To track and analyze employment and wage trends in the nonprofit sector and its sub- 
sectors 

• To assess the capacity of the nonprofit sector to address an issue in a state or region 

• To understand where nonprofit establishments are located and where there are gaps 

• To track nonprofit establishment birth and death rates as a tool for analyzing 
community problems and solutions 

Example: Waco Foundation, McLennan County, Texas requested nonprofit employment 
data to analyze the size and scope of the nonprofit sector in its community. 

Preferred Aggregation Structure 

The Johns Hopkins University Center for Civil Society Studies has developed the following 
preferred aggregation structure that BLS could use to extract nonprofit employment data on a 
regular basis from the Quarterly Census of Employment and Wages: 

1 . IRS Code Section (if more than one code section is covered) 

a) Total; b) 501(c)(3); and c) All other code sections covered 
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2. National and State Levels 

a) National totals; b) All 2- digit NAICS codes, except for the following, which can 
be aggregated: 31, 32, & 33 (manufacturing); 44 & 45 (retail trade); and 48 & 49 
(transportation and warehousing); c) All of the following 3-digit NAICS codes; 621, 
622, 623, 624, 711, 712, 713, and 813; d) All of the following 4-digit NAICS codes 
6111, 6112, 6113, 6216, 6231, 6232, 6233, 7111, 7121, 8131, 8132, 8133, 8134, and 
8139; and e) All aggregation in this group should meet the 80/3 disclosure rule for 
both national and state break-downs, i.e. no organization accounting for 80 percent or 
more of all employment in category , and more than three establishments. 

3. The MSA and county levels 

a) All 2-digit NAICS codes , except for the following, which can be aggregated: 31, 
32, & 33 (manufacturing); 44 & 45 (retail trade); and 48 & 49 (transportation and 
warehousing);* ; b) All of the following 3-digit NAICS codes, 621, 622, 623, 624, 
711, 712, 713 and 813;** ; c) *All MSAs and most counties should meet the 80/3 
disclosure rule; d)** MSAs and larger counties should meet the 80/3 disclosure rule. 

4. Data Elements to be Made Available 

a) Number of establishments; b) Total monthly employment; c) Total quarterly wages 

5. Frequency 

a) Quarterly; and b) Quarterly but released annually 

Thank you for this opportunity and please contact me, or Lester Salamon of The Johns Hopkins 
University Center for Civil Society Studies (lsalamon@jhu.edu), with any questions. 

Cinthia Schuman Ottinger Tel: 202.736.581 1 

The Aspen Institute cschuman@aspeninst.org 
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March 29, 2012 

The Joint Advocacy Coalition of the Association for Clinical Research Training (ACRT), 
the Association for Patient-Oriented Research (APOR), the Clinical Research Forum (CRF), and 
the Society for Clinical and Translational Science (SCTS) is a coalition of professional 
organizations dedicated to improving the health of the public through increased clinical and 
translational research and clinical research training. United by the shared priorities of the clinical 
and translational research community, the JAC advocates for increased clinical and translational 
research at the National Institutes of Health (NIH), the Agency for Healthcare Research and 
Quality (AHRQ), and other federal science agencies. 
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On behalf of the JAC, I would like to thank the Subconunittee for its continued support 
of clinical and translational research and clinical research training. The translation of basic 
science to clinical treatment is an integral component of modem research and a necessity to 
developing the treatments and cures of tomorrow. We applaud the recent establishment of the 
National Center for Advancing Translational Sciences (NCATS) and its focus on the entire 
spectrum of translational research from the bench to implementation in the community. Housing 
translational research activities with a focus on translational science methods at a single Center at 
NIH will allow these programs to achieve new levels of success. 

Today, I would like to address a number of issues that cut to the heart of the clinical and 
translational research community’s priorities, including the Clinical and Translational Science 
Awards (CTSA) program at NIH, career development for clinical researchers, and support for 
comparative effectiveness research at the federal level. As our nation’s investment in biomedical 
research expands to provide more accurate and efficient treatments for patients, we must 
continue to focus on the translation of basic science to clinical research. The CTSA program at 
NIH is an invaluable resource in this area, and Ml funding is critical if we are tmly to take 
advantage of the CTSA infrastructure. 

Full Funding and Support for the CTSA Program at NIH 

With its establishment in 2006, the CTSA program at NIH began to address the need for 
increased focus on translational research, or research that bridges the gap between basic 
scientific discoveries and the bedside. In 201 1, the CTSA Consortium reached its expected size 
of 60 medical research institutions located throughout the nation, linking them together to 
energize the discipline of clinical and translational science. The CTSAs have an explicit goal of 
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improving healthcare in the United States by transforming the biomedical research enterprise to 
become more effectively translational. Specifically, the stated strategic goals of the CTSA 
program are to: 1) build national clinical and translational research capability, 2) provide training 
and career development of clinical and translational scientists, 3) enhance consortium-wide 
collaborations, 4) improve the health of our communities and the nation through community 
engagement and comparative effectiveness research, and 5) advance T1 (bench-to-bedside) 
translational research, which transfers knowledge from basic research to clinical research. 

Although the promise of the CTSA program is recognized both nationally and 
internationally, it has suffered from a lack of proper ftmding. In 2006, 16 initial CTSAs were 
funded, followed by 12 in 2007, 14 in 2008, 4 in 2009, 9 in 2010, and 5 in 201 1. Level funding 
at NIH curtailed the growth of the CTSAs, preventing institutions from fully implementing their 
programs and causing them to drastically alter their budgets after research had already begun. 
Without enough funding, the CTSAs risk jeopardizing both new and existing research projects. 
Professional judgments have determined full ftmding to be at a level of $700 million. 

We appreciate the difficult economic situation our country is currently experiencing, and 
greatly appreciate the commitment to healthcare Congress has demonstrated in recent years. The 
CTSAs are currently funding 60 academic research institutions nationwide at a level of $488 
million. The translation of laboratory research to clinical treatment directly benefits patients 
suffering from complex diseases across all fields of medicine, and impacts all of NIH’s Institutes 
and Centers (ICs). The CTSA program has created improved translational research capacity and 
processes from which all NIH’s ICs stand to benefit. 

In order to fully realize the promise of the CTSAs in transforming biomedical research to 
improve its impact on health, it is imperative that the CTSA program receive funding at the level 
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of $700 million in FY 2013. Without full funding, CTSAs will be expected to operate with fewer 
resources, curtailing their transformative promise. It is also critical that the emphasis on the full 
spectrum of translational research be maintained during the program’s transition to NCATS. 

It is our recommendation that the Subcommittee support full funding of the CTSA 
program by providing $700 million in FY 2013, and that support for the full spectrum of 
translational research be protected during the transition of the CTSA program to NCATS. 

Support for Research Training and Career Development Programs 

The future of our nation’s biomedical research enterprise relies heavily on the 
maintenance and continued recruitment of promising young investigators. Clinical investigators 
have long been referred to as an “endangered species,” as financial barriers push medical 
students away from research. This trend must be reversed if we are to continue our pursuits of 
better treatments and cures for patients. 

The T and K series awards at NIH and AHRQ provide much-needed support for the 
career development of young investigators. As clinical and translational medicine takes on 
increasing importance, there is a great need to grow these programs, not to reduce them. Career 
development grants are crucial to the recruitment of promising young investigators, as well as to 
the continuing education of established investigators. Reduced commitment to the K-12, K-23, 
K-24, and K-30 awards would have a devastating impact on our pool of highly trained clinical 
researchers. Even with the full implementation of the CTSA program, it is critical for institutions 
without CTSAs to retain their K-30 Clinical Research Curriculum Awards, as the K-30s remain a 
highly cost-effective method of ensuring quality clinical research training. The JAC strongly 
supports the ongoing commitment to research training through T and K series awards. 
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ffe urge the Subcommittee to continue its support for clinical research training and 
career development through the T and K series awards at NIH and AHRQ, in order to promote 
and encourage investigators working to transform biomedical science. 

Continuing Support for Comparative Effectiveness Research 

Comparative effectiveness research (CER) is the evaluation of the impact of different 
options that are available for treating a given medical condition for a particular set of patients. 
This broad definition can include medications, behavioral therapies, and medical devices, among 
other interventions, and is an important facet of evidence-based medicine. Both AHRQ and NIH 
have long histories of supporting CER, and the standards for research instituted by these 
agencies serve as models for best practices worldwide. Not only are these agencies experienced 
in CER, they are universally recognized as impartial and honest brokers of information. 
Moreover, their approach is supplemental to, not duplicative of, that of the new Patient-Centered 
Outcomes Research Institute, and its continued support is critical. 

We are pleased that Congress recognizes the importance of these activities and believe 
that the peer review processes and infrastructure in place at NIH and AHRQ ensure the highest 
quality CER. We believe that collaboration between the Patient-Centered Outcomes Research 
Institute, NIH, and AHRQ will drive all federal CER efforts. In addition to support for the CTSA 
program at NIH, we encourage the Subcommittee to provide continued support for Patient- 
Centered Health Research at AHRQ. 

Thank you for the opportunity to present the views and recommendations of the clinical 


research training community. 
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March 29, 2012 

Mr. Chairman and Members of the Subcommittee, my name is Janet Rice Elman and I 
am the Executive Director of the Association of Children's Museums (ACM). I am testifying in 
strong support for the vital programs of the Institute for Museums and Library Services (IMLS) 
and the early learning programs of the Department of Education and Department of Health and 
Human Services. 

With more than 500 members, ACM is recognized as a global leader, advocate and vital 
resource among the museums serving the learning needs of children and families. More than 
30 million children and families visit children's museums annually. Children's museums are 
unique places that bring children, families and their communibes together for quality 
Interactions. Offering lifelong learning opportunities for audiences as young as newborns, 
children's museums are vital cultural institutions. Children's museums celebrate play and 
creativity; provide activities that nurture family relationships; establish common ground in 
communities; and collaborate with traditional educational and social service organizations. 
Children's museums focus on the development of the whole child and support children's 
cognitive, emotional and 21st century skill growth by designing exhibits, museum programs and 
outreach that engage children to learn through play. In doing so, they also seek to meaningfully 
engage parents/caregivers in their children's learning. 

A January 2009 National Academy of Sciences report, Learning Science in Informal 
Environments, documented the effectiveness of museums to deliver high quality, highly 
effective hands-on educational experiences to millions of children, parents and teachers who 
visit these institutions annually. Dr. Phillip Bell, the study's lead author, said, "Learning is 
broader than schooling, and informal...environments and experiences play a crucial role. These 
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experiences can kick-start and sustain long-term interests that involve sophisticated learning." 
Children's museums are important anchors in their communities in the following ways: 
Children's museums help children develop essential foundational skills. In the past ten years, 
neuroscience has confirmed what the social sciences have long contended: the first years of life 
are essential to future learning. Grounded in well-established pedagogy, children's museums 
combine specific learning objectives with play in informal learning environments that are 
developmentally appropriate for infants, toddlers and children. The Tucson Children's Museum 
is using IMLS support for its "Stepping Stones to Success," an early childhood education 
program, which will enable the museum to strategically address the gap in high-quality, early 
childhood educational programs available in southern Arizona. The museum is working with a 
variety of community partners to enhance and expand accessible early learning opportunities. 
To meet this goal, the museum is creating programs for caregivers and young children focusing 
on literacy, music, and physical fitness; expanding museum availability to low-income schools; 
provide a daily story hour; developing a pre-K hands-on exhibition; providing quarterly training 
for parents on child development and school readiness; and offering free quarterly professional 
development courses for qualifying teachers. 

Children's museums strengthen community resources that educate and care for 
children. Children's museums' art, science, math, music, literacy and other exhibits and 
programs for children are valuable resources, especially in communities where such programs 
have been reduced or completely eliminated from schools and libraries due to budget 
constraints. Additionally, children's museums hold workshops about informal learning for 
parents, and provide professional development for teachers and childcare professionals. For 
example at the Children's Museum of Atlanta is using IMLS support to expand its "Connected 
Learning...Connerted Communities" community outreach educational program. The program 
involves children ages 0 to 7 in four underserved and economically deprived communities in 
Atlanta. Specific projects activities include weekly educational Imaginator visits to participating 
schools and centers; "Museum-ln-A-Box" curriculum trunks; teacher training sessions; art and 
science workshops for children and families; family group interaction and activities; regular 
organized free visits to the museum on the Imagine Itl Express; play and learn lessons with 
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children during community events such as Countdown to Kindergarten; and parental General 
Educational Development classes 

Children's museums contribute to local economies and reduce economic barriers. More 
than 30 percent of children's museums are part of a downtown revitalization project. According 
to ACM data, the total economic activity of its children's museum members is $448 million. 
Children's museums are sought-after local and travel destinations. Children and families make 
more than 30 million visits annually to children's museums around the world. One in two 
children's museums offer discounted/free admission for low-income individuals. 

Institute for Museums and Library Services: Museums are at the forefront in the 
movement to create a nation of learners. As stewards of cultural heritage with rich, authentic 
content they provide learning experiences for everyone. With built infrastructure in nearly 
every community in the nation, robust online networks, and dedicated, knowledgeable staff, 
they connect people to one another and to the full spectrum of human experience. The nation's 
17,500 museums are trusted in their communities, inspire people throughout their lifetimes 
and contribute to the civic life of our nation. Rapid changes in the economy, demographic 
shifts, and new technologies are creating demands for new library and museum services. IMLS's 
strategic plan creates a roadmap for carrying out our federal mandate to help America create 
21st century institutions that provide the essential educational and cultural opportunities that 
we need for a competitive future. 

In Oakland, California, the Museum of Children's Art is able to offer hands-on 
afterschool art workshops at five Oakland Public Library sites through a 2011 IMLS grant. The 
"Afterschool Art at the Library" program encourages creativity, self-expression, problem-solving 
and critical thinking in K-8 students, and the curriculum corresponds to and enhances student 
facility in skill areas addressed by state content standards in visual arts, language arts, math, 
science and social science. Weekly workshops reach 250 children; special events held 
throughout the library system during school holidays reach an additional 600 children. 

IMLS funding is typically matched with at least an equal amount of non-federal support. In 
many cases, IMLS funding yields matches that are two or three times the amount of the federal 
support. This expands the impact of these federal funds dramatically. Because of its leveraging 
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impact, it is important to maintain federal funding for competitive, merit-based museum 
activities at IMLS. 

Children's museums provide a vital education function for their communities and are 
laboratories for innovattve educational practices that excite children, their parents and their 
teachers about learning. For example, the Austin Children's Museum is developing the 
"Museum Career Ladder" (MCL), which is a youth-centered employment and volunteer 
program. MCL is an expansion of the museum's current successful Junior Volunteer Program, 
which supports teenagers in developing career and leadership skills through a series of trainings 
and work experiences in the safe and supportive museum environment. Museum staff will use 
project-based learning to train teenagers on exhibit content, and the teenagers will design 
hands-on activities that integrate art and science. Empowering teenagers with this 
responsibility will create a sense of ownership of their work and a deeper understanding of the 
content. The project will expose youth to positive role models and new career options in 
addition to increasing their knowledge and understanding of art, science, and the creative 
problem-solving process. 

We urge the Subcommittee to support IMLS museum programs with an appropriation of 
at least $38.6 million, the amount authorized by law for FY 2013. An amount of $45 million, 
which was approximately the total amount of support museums received in FY2010, will greatly 
assist the ability of children's museums and other similar institutions to effectively deliver high- 
quality, impactful educational experiences that will stay with children and their families 
throughout their entire lives. 

Department of Education - Early Learning Programs : The President's 2013 budget 
request includes key investments in a number of programs that seek to improve outcomes for 
young children, especially for those with high needs. These early learning programs include: 

Race to the Too - ($850 million) - which includes the Early Learning Challenge, provides 
competitive grants to States to establish model systems of early learning that promote high 
standards of quality and a focus on outcomes across all early learning settings to ensure that 
more children enter kindergarten with the skills, knowledge and dispositions toward learning 
they need to be successful. 
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Promise Neighborhoods (SlOO million) - which support projects that significantly 
improve the educational and developmental outcomes of children by providing a birth-to- 
career continuum of rigorous and comprehensive education reforms, effective community 
services, and strong systems of family and community support. Boston Children's Museum is a 
partner in the Dudley Street Neighborhood Initiative, which received a 2010 Promise 
Neighborhoods planning grant to improve the educational achievement and healthy 
development of 1,858 children; and 

Effective Teaching and Learning for Literacy iSl87 million ) - which provide competitive 
grants to State Education Agencies, alone or in partnership with other entities, in order to 
improve comprehensive State and local efforts aimed at improving literacy instruction, 
especially in high-need schools for children and youth from preschool through grade 12. 

Children's museums have much to offer our communities towards the goals and 
objectives of these and other early learning programs. As effective as children's museums are at 
delivering a high quality educational experience to children and their parents, we are equally 
effective in the development of curricula and the training of teachers in the use of new 
curricula and technology to improve the education experience we deliver to our young people. 
Therefore, we hope the Subcommittee will support the President's request for these early 
learning programs and include report language that ensures children's museums and other 
similar entities are eligible to compete for early learning program funding. 

ACM appreciates the severe budgetary constraints the Congress must face along with 
many difficult choices. Nevertheless, ACM hopes you will consider these recommendations as 
investments in the education and welfare of our communities nationwide that will pay 
dividends today and into the future in terms of the education and development of our young 
people into tomorrow's community and national leaders. 

Thank you for this opportunity to present our views. 
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CHAIRMAN, BOARD OF DIRECTORS 
615-327-6904 
wirilev@mmc.edu 

ASSOCIATION OF MINORITY HEALTH PROFESSIONS SCHOOLS 
PRESENTED TO THE 

HOUSE APPROPRIATIONS SUBCOMMITTEE ON LABOR, HEALTH AND HUMAN 
SERVICES, EDUCATION AND RELATED AGENCIES 

Thursday, March 29*, 2012 

SUMMARY OF FISCAL YEAR 2013 RECOMMENDATIONS: 

1) TITLE VH HEALTH PROFESSIONS TRAINING PROGRAMS: 

• $24,602 MILLION FOR THE MINORITY CENTERS OF EXCELLENCE. 

• $22,133 MILLION FOR THE HEALTH CAREERS OPPORTUNITY 
PROGRAM. 

2) INCREASED SUPPORT FOR THE NATIONAL INSTITUTES OF HEALTH’S 
NATIONAL CENTER ON MINORITY HEALTH AND HEALTH DISPARITIES. 

3) SUPPORT FOR RESEARCH INFRASTRUCTURE AT THE NATIONAL INSTITUTES 
OF HEALTH. 

. PROPORTIONAL FUNDING FOR RESEARCH CENTERS FOR 
MINORITY INSTITUTIONS. 

• PROPORTIONAL FUNDING FOR THE NATIOANL INSTITUTE ON 
MINORITY HEALTH AND HEALTH DISPARITIES. 

4) $65 MILLION FOR THE DEPARTMENT OF HEALTH AND HUMAN 
SERVICES’ OFFICE OF MINORITY HEALTH. 

5) $65 MILLION FOR THE DEPARTMENT OF EDUCATION’S 
STRENGTHENING HISTORICALLY BLACK GRADUATE INSTITUTIONS 
PROGRAM. 
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Mr. Chairman and members of the subcommittee, thank you for the opportunity to present my 
views before you today. I am Dr. Wayne J. Riley, Chairman of the Board of Directors of the 
Association of Minority Health Professions Schools (AMHPS) and the President and Chief 
Executive Officer of Meharry Medical College. AMHPS, established in 1976, is a consortium of 
our nation’s twelve (12) historically black medical, dental, pharmacy, and veterinary medicine 
schools. The members are two dental schools at Howard University and Meharry Medical 
College; four colleges of medicine at The Charles Drew University, Howard University, Meharry 
Medical College, and Morehouse School of Medicine; five schools of pharmacy at Florida A&M 
University, Hampton University, Howard University, Texas Southern University, and Xavier 
University; and one college of veterinary medicine at Tuskegee University.. In all of these roles, 

I have seen firsthand the importance of minority health professions institutions and the Title VII 
Health Professions Training programs. 

Mr. Chairman, I speak for our institutions, when I say that the minority health professions 
institutions and the Title VII Health Professionals Training programs address a critical national 
need. Persistent and severe staffing shortages exist in a number of the health professions, and 
chronic shortages exist for all of the health professions in our nation’s most medically 
underserved communities. Furthermore, even after the landmark passage of health reform, it is 
important to note that our nation’s health professions workforce does not accurately reflect the 
racial composition of our population. For example while blacks represent approximately 15% of 
the U.S. population, only 2-3% of the nation’s health professions workforce is black. Mr. 
Chairman, I would like to share with you how your committee can help AMHPS continue our 
efforts to help provide quality health professionals and close our nation’s health disparity gap. 

There is a well established link between health disparities and a lack of access to competent 
healthcare in medically underserved areas. As a result, it is imperative that the federal 
government continue its commitment to minority health profession institutions and minority 
health professional training programs to continue to produce healthcare professionals committed 
to addressing this unmet need — even in austere financial times. 

An October 2006 study by the Health Resources and Services Administration (HRSA)— during 
the Bush Administration — entitled “The Rationale for Diversity in the Health Professions: A 
Review of the Evidence” found that minority health professionals serve minority and other 
medically imderserved populations at higher rates than non-minority professionals. The report 
also showed that; minority populations tend to receive better care from practitioners who 
represent their own race or ethnicity, and non-English speaking patients experience better care, 
greater comprehension, and greater likelihood of keeping follow-up appointments when they see 
a practitioner who speaks their language. Studies have also demonstrated that when 
minorities are trained in minority health profession institutions, they are significantly more 
likely to: 1) serve in rural and urban medically underserved areas, 2) provide care for 
minorities and 3) treat low-income patients. 

As you are aware. Title VII Health Professions Training programs are focused on improving the 
quality, geographic distribution and diversity of the heedthcare workforee in order to continue 
e liminatin g disparities in our nation’s healthcare system. These programs provide training for 
students to praetice in underserved areas, cultivate interaetions with faculty role models who 
serve in underserved areas, and provide placement and recruitment services to encourage 
students to work in these areas. Health professionals who spend part of their training providing 
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care for the underserved are up to 10 times more likely to practice in underserved areas after 
graduation or program completion. 

In FY13, funding for the Title VII Health Professions Training programs must be robust, 
especially the funding for the Minority Centers of Excellence (COEs) and Health Careers 
Opportunity Program (HCOPs). In addition, the funding for the National Institutes of Health 
(NIH)’s National Institute on Minority Health and Health Disparities (NIMHD), as well as the 
Department of Health and Human Services (HHS)’s Office of Minority Health (OMH), should 
be preserved. 

Minority Centers of Excellence: COEs focus on improving student recruitment and 
performance, improving curricula in cultural competence, facilitating research on minority health 
issues and training students to provide health services to minority individuals. COEs were first 
established in recognition of the contribution made by four historically black health professions 
institutions to the training of minorities in the health professions. Congress later went on to 
authorize the establishment of “Hispanic”, “Native American” and “Other” Historically black 
COEs. For FY13, / recommend a funding level of $24,602 million for COEs. 

Health Careers Opportunity Program (HCOP): HCOPs provide grants for minority and non- 
minority health profession institutions to support pipeline, preparatory and recruiting activities 
that encourage minority and economically disadvantaged students to pursue careers in the health 
professions. Many HCOPs partner with colleges, high schools, and even elementary schools in 
order to identify and nurture promising students who demonstrate that they have the talent and 
potential to become a health professional. For FY13, 1 recommend a funding level of $22,133 
million for HCOPs. 

NATIONAL INSTITUTES OF HEALTH 

Research Centers at Minority Institutions: The Research Centers at Minority Institutions 
program (RCMI), newly moved to the National Institute on Minority Health and Health 
Disparities has a long and distinguished record of helping our institutions develop the research 
infrastructure necessary to be leaders in the area of health disparities research. Although NIH has 
received unprecedented budget increases in recent years, funding for the RCMI program has not 
increased by the same rate. Therefore, the funding for this important program grow at the 
same rate as NIH overall in FY13. 

National Institute on Minority Health and Health Disparities: The National Institute on 
Minority Health and Health Disparities (NIMHD) is charged with addressing the longstanding 
health status gap between minority and nomninority populations. The NIMHD helps health 
professions instimtions to narrow the health status gap by improving research capabilities 
through the continued development of faculty, labs, and other learning resources. The NIMHD 
also supports biomedical research focused on eliminating health disparities and develops a 
comprehensive plan for research on minority health at the NIH. Furthermore, the NIMFID 
provides financial support to health professions institutions that have a history and mission of 
serving minority and medically underserved communities through its Centers of Excellence 
program. For FY13, 1 recommend funded increases proportional with the funding of the 
overall NIH, with increased FTEs. 
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DEPARTMENT OF HEALTH AND HUMAN SERVICES 


Office of Minority Health: Specific programs at OMH include: assisting medically 
underserved communities with the greatest need in solving health disparities and attracting and 
retaining health professionals; assisting minority institutions in acquiring real property to expand 
their campuses and increase their capacity to train minorities for medical careers; supporting 
conferences for high school and undergraduate students to interest them in health careers, and 
supporting cooperative agreements with minority institutions for the purpose of strengthening 
their capacity to train more minorities in the health professions. 

The OMH has the potential to play a critical role in addressing health disparities. For FY13, 1 
recommend a funding level of S65 million for the OMH. 

DEPARTMENT OF EDUCATION 

Strengthening Historically Black Graduate Institutions: The Department of Education’s 
Strengthening Historically Black Graduate Institutions (HBGI) program (Title III, Part B, 

Section 326) is extremely important to AMHPS. The funding from this program is used to 
enhance educational capabilities, establish and strengthen program development offices, initiate 
endowment campaigns, and support numerous other institutional development activities. In 
FY13, an appropriation of $65 million is suggested to continue the vital support that this 
program provides to historically black graduate institutions. 

Mr. Chairman, please allow me to express my appreciation to you and the members of this 
subcommittee. With your continued help and support, AMHPS’ member institutions and the 
Title VII Health Professions Training programs and the historically black health professions 
schools can help this country to overcome health disparities. Congress must be careful not to 
eliminate, paralyze or stifle the institutions and programs that have been proven to work. The 
Association seeks to close the ever widening health disparity gap. If this subcommittee will give 
us the tools, we will continue to work towards the goal of eliminating that disparity everyday. 

Thank you, Mr. Chairman, and I welcome every opportunity to answer questions for your 
records. 
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APTS 

Action Inc. 
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Testimony of the Association of Public Television Stations (APTS) and 
the Public Broadcasting Service (PBS) 

Before the House Committee on Appropriations, Subcommittee on Labor, Health and Human 
Services, Education and Related Agencies 

On behalf of America’s 361 public television stations, we appreciate the opportunity to submit testimony 
for the record on the importance of federal funding for local public television stations. 

Corporation for Public Broadcasting — FY 201S Request: S44S million, two-year advance funded 

More than 40 years after the inception of public broadcasting, local stations continue to serve as the 
treasured educational and cultural institutions envisioned by their founders, reaching America’s local 
communities with unique, essential and unsurpassed programming and services. 


Public television treats its audience as citizens rather than mere consumers. We provide essential services 
to all Americans, not just the 1 8-49 year olds to whom advertisers hope to appeal to because of that age 
group’s spending habits. We serve everyone, everywhere, every day, for free. 

Public broadcasting serves the public good — in education, public affairs, public safety, the preservation 
of the national memory and celebration of the American culture, and many other areas — ^and richly 
deserves public support. The overwhelming majority of Americans agree. In a recent bi-partisan poll 
conducted by Hart Research Associates / American Viewpoint, nearly 70 percent of American voters, 
including majorities of self-identifying Republicans, Independents, and Democrats support continued 
federal funding for public broadcasting. In addition, the same poll shows that Americans consider PBS to 
be the second most appropriate expenditure of public funds, behind only national defense. 


Federal support for CPB and local public television stations has resulted in a nationwide system of locally 
owned and controlled, trusted, community-driven and community responsive media entities. 


We seek federal funding for public broadcasting because we are part of the nation’s public service 
infrastructure, just like public libraries, public schools and public highways. 

Furthermore, the power of digital technology has enabled stations to greatly expand their delivery 
platforms to reach Americans where they are increasingly consuming media — online and on-demand — in 
addition to on-air. At the same time that stations are expanding their services and the impact they have in 
their communities, stations are also facing unprecedented funding challenges— presenting them with the 
greatest financial hurdles in their forty-year history. Funding from traditional sources such as individuals, 
corporate underwriters, foundations and state governments has become increasingly more challenging to 
secure in this difficult economy. Continued federal support for public broadcasting is more important now 
than ever before. 


Funding through CPB is absolutely essential to public television stations. Stations rely on the federal 
investment to develop local programming, operate their facilities, pay their employees and provide 
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community resources on-air, on-line and on-the-ground. This funding is particularly important to rural 
stations that struggle to raise local funds from individual donors due to the smaller and often 
economically strained population base. At the same time it is often more costly to serve rural areas due to 
the topography and distances between communities. 

More than 70 percent of funding appropriated to CPB reaches local stations in the form of Community 
Service Grants (CSGs). On average, federal spending makes up approximately 1 5 percent of local 
television station’s budgets. However, for many smaller and rural stations, federal funding represents 
more than 30-50 percent (and in a handful of instances, an even larger percentage) of their total budget. 
For all stations, this federal funding is the “lifeblood” of public broadcasting, providing critical seed 
money to local stations which leverage each $ 1 of the federal investment to raise over $6 from state 
legislatures, private foundations and corporations, and “viewers like you.” 

A 2007 GAO report concluded that federal funding, such as CSGs, is an irreplaceable source of revenue, 
and that “substantial growth of nonfederal funding appears unlikely.” It also found that “cuts in federal 
funding could lead to a reduction in staff, local programming or services.” This study was conducted 
before the severe economic recession that struck in 2008, and its findings may be even more acute today. 

At an annual cost of about $ 1 .37 per year for each American - compared with $68 in Japan and $83 in 
Great Britain — public broadcasting is a smart investment. This successful public-private partnership 
creates important economic activity while providing an essential educational and cultural service. Public 
broadcasting directly supports over 24,000 jobs, and the vast majority of them are in local public 
television and radio stations in hundreds of communities across America. 

In addition, the advent of digital technology has created enormous potential for stations, allowing them to 
bring content to Americans in new, innovative ways while retaining our fundamental public service 
mission. Public television stations are now utilizing a wide array of digital tools to expand their current 
roles as educators, local conveners and vital sources of trusted information at a time when their 
communities need them most. For example, in an effort to confront the dropout crisis in America’s high 
schools, CPB has developed the American Graduate initiative, a significant investment and partnership 
with local stations and their communities to address this daunting problem that could have disastrous 
effects on America’s future if it is not soon addressed. Together with schools and organizations that are 
already addressing the dropout crisis, the stations are providing their resources and services to raise 
awareness, coordinate action with community partners, and work directly with students, parents, teachers, 
mentors, volunteers and leaders to lower the drop-out rate in their respective communities. 

Public television is the nation’s largest classroom. Local stations provide free, cutting edge, educational 
content for all Americans so that regardless of their family’s income, children have access to safe, non- 
commercial media that helps prepare them for success in school and has been proven to help close the 
achievement gap. 
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Stations are also responding to the needs of the 21® century classroom by expanding digital educational 
resources for teachers, students and parents alike. For example, stations are working together with PBS to 
create an online portal, PBS Learning Media, where educators can access standards-based, curriculum- 
aligned digital learning objects created from public television content as well as material from the Library 
of Congress, National Archives, and other contributors to the Department of Education’s Learning 
Registry. Stations are also building homegrown learning platforms like Maryland Public Television’s 
Thinkport online system, which the state superintendent of schools has credited with helping raise 
Maryland’s students to the top of the student achievement rankings nationwide. 

Local public television stations have also embraced the opportunities of digital technology as a way to 
help address emergency response and homeland security issues in their communities. Stations like Las 
Vegas PBS have integrated their digital technology with local public safety officials to provide enhanced 
emergency communications that better aide the responders and provide citizens with needed information 
during a crisis. Vegas PBS is also the largest Job trainer in Nevada, and this manifold mission of service is 
being emulated by public television stations nationwide. 

Local public television stations serve as essential communications hubs in their communities providing 
unparalleled local coverage of news, current events, and state legislatures that encourages every American 
to become a more informed citizen. Public television is the place for real public affairs programming, real 
news, real history, real science, real art that makes us think, teaches us useful things, and inspires us to be 
a better, more sophisticated, more civilized, more successful people. We bring the wonders of the world - 
Broadway shows, the finest museums, the best professors and much more - to the most remote places in 
our country. 

In order for our stations to continue playing this vital role in their communities, APTS and PBS 
respectfully request $445 million for CPB, two-year advance funded for FY 2015. 

Two-year advance funding is essential to the mission of public broadcasting. This longstanding practice, 
which was proposed by President Ford and embraced by Congress in 1976, establishes a firewall 
insulating programming decisions from political interference, enables the leveraging of funds to ensure a 
successful public-private partnership, and provides stations with the necessary lead time to plan in-depth 
programming. 

The two-year advance funding mechanism insulates programming decisions from political influence, as 
President Ford and the Congress intended in their initial proposal for advance funding. 

Public television’s history of editorial independence has paid off in unprecedented levels of public trust — 
for the ninth consecutive year, the American people have ranked public broadcasting as one of the most 
trusted national institutions. Advance funding and the firewall it provides is vital to maintaining this 
credibility among the American public. 
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In addition, local public broadcasting stations are able to leverage the two-year advance funding to raise 
state, local and private funds, ensuring the continuation of this strong public-private partnership. These 
federal funds act as essential seed money for fundraising efforts at every station, no matter its size. 

Finally, the two-year advance funding mechanism also gives stations and producers the critical lead time 
needed to plan and produce high-quality programs. The signature series that demonstrate the depth and 
breadth of public television, like Ken Burns’ The Civil War and Henry Hampton’s Eyes on the Prize, take 
several years to produce. Ken Bums’s documentary schedule is already planned through 2019, and it will 
educate the nation on subjects ranging from the Dust Bowl to the Vietnam War to the history of country 
music. 

The fact that stations know they will have funding to support projects like these in advance is critical for 
producers to be able to actively develop groundbreaking projects. In addition to national programming, 
two-year advance funding is essential to the creation of local programming over multiple fiscal years as 
stations convene the community to identify needs, recmit partners, conduct research, develop content and 
deliver services. 

The two-year advance funding is essential for stations as they continue to plan the production of the 
unparalleled programming and local services that educate, inspire, inform and entertain the American 
people in the unique way only public broadcasting can. 


Reatfy To Learn — FY 2013 Request: S27.3 million (Department of Education) 

The Ready to Leam Television competitive grant program’s success in improving children’s literacy and 
preparing them for school is proven and unquestioned. Ready to Leam combines the power of public 
media’s on-air and online educational content with on-the-ground local station community engagement to 
build the literacy skills of children between the ages of two and eight, especially those from low-income 
families or those most lacking reading skills 

Over the last five years, sixty independent studies have proven the effectiveness of public media’s Ready 
to Leam approach. In one study pre-schoolers who were exposed to a curriculum composed of 
programming and interactive games from top Ready to Leam programs, including SUPER WHY!, 
Between the Lions and Sesame Street, outscored children who received a comparison (science) curriculum 
in all five measures of early literacy. In addition, use of Ready to Leam curriculum has been proven to 
help close the achievement gap by enabling low-income students to catch up to their peers from high- 
income households as shown when comparing standardized reading assessments. 

Pivoting off of this success in literacy, public media will expand its Ready to Leam effort to include early 
math skills to continue helping bridge the achievement gap by further innovating educational media 
content, educating kids inside and outside the classroom, and engaging local communities. This will 
include developing new content like a PBS KIDS TV math series and three new math TV pilots. In 
addition to the content, new tools will be provided including a sophisticated progress tracking system that 
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equips parents and educators with the means to measure student progress, in real time. Ready to Learn 
will continue to be rigorously evaluated for its appeal and efficacy, so that the program can continue to 
offer America’s youngest citizens the tools they need to succeed in school and in life. 

In addition to being research-based and teacher tested, the Ready to Learn Television program also 
provides excellent value for our federal dollars. In the last five-year grant round, public broadcasting 
leveraged an additional $50 million in funding to augment the $73 million investment by the Department 
of Education for content production. Without the investment of the federal government, this supplemental 
funding would likely end. 

The President’s budget proposes consolidating Ready to Learn into a larger grant program. APTS and 
PBS are concerned that the consolidation of this program could lead to the elimination of this critical 
program that has been the driving force behind the creation of public television’s unparalleled children’s 
educational programming. The proposed budget would significantly weaken Ready to Leam’s unique 
local-national partnership between communities and their public media stations and PBS with its national 
scope and resources. This local-national partnership has made Ready to Learn tremendously efficient and 
effective and is a key element of the successful operation of the program. Consolidation or elimination of 
the Ready to Learn Television program would severely affect the ability of local stations to respond to 
their communities’ educational needs, removing the critical resources provided by this program for 
children, parents and teachers. 

Ready to Learn symbolizes the mission of public media and is a shining example of a public-private 
partnership as federal funds are leveraged to create the most appealing and impactful children’s 
educational content that is supplemented by on-line and on-the-ground resomces. Without the Ready to 
Leam program, millions of families would lose access to this incredible high-quality education content, 
especially low-income and underserved households for whom this program is targeted. 

We urge the Committee to maintain the Ready to Leam Television program as a stable line-item in the 
FY 2013 budget and resist the calls for consolidation. APTS and PBS respectfully request level funding 
of $27.3 million for the Ready to Leam Television program in FY 2013. 


One hundred seventy million Americans regularly rely on public broadcasting — on television, on the 
radio, online, and in the classroom - because we provide them something they need that no one else in the 
media world provides: A place to think. A place to leam. A place to grow. A tool for the citizen. None of 
this would be possible without the federal investment in public broadcasting. 

We request that Congress continue its commitment to this highly successful public-private partnership by 
continuing to provide level funding for the two-year advance of the Corporation for Public Broadcasting 
and the Ready to Leam Program. 
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The Association of American Cancer Institutes (AACI), representing 95 of the nation's premier academic 
and free-standing cancer centers, appreciates the opportunity to submit this statement for 
consideration by the United States House of Representatives' Subcommittee on Labor, Health and 
Human Services, Education and Related Agencies, Committee on Appropriations. 

AACI appreciates the long-standing commitment of the President, Congress and the 
Subcommittee to ensuring quality care for cancer patients, as well as for providing researchers with the 
resources that they need to develop better cancer treatments and, ultimately, to cure this disease. 

President Obama's FY 2013 budget calls for maintaining the FY 2012 funding levels for the 
National Institutes of Health (NIH) and the National Cancer Institute (NCI) ($30.9 billion and $5.0 billion, 
respectively). AACI joins with our colleagues in the biomedical research community in recommending 
that the Subcommittee recognize NIH as a critical national priority by providing at least $32 billion in 
funding in the FY 2013 Labor-HHS-Education Appropriations bill, including an equivalent percentage 
increase in funding for NCI. This funding level represents the minimum investment necessary to avoid 
further loss of promising research. 

AACI cancer centers are at the front line in the national effort to eradicate cancer. The cancer 
centers that AACI represents house more than 20,000 scientific, clinical and public health investigators 
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who work coilaboratively to translate promising research findings into new approaches to prevent and 
treat cancer. But making progress against cancer is complex. It is more a marathon than a sprint, and it 
takes time for the scientific discovery process to yield fruit. However, the pace of discovery and 
translation of novel basic research to new therapies could be faster if researchers could count on a 
significant and predictable investment in federal cancer funding. 

MCI and its members are keenly aware of the country's fiscal obstacles. The vast majority of 
our cancer centers exist within universities that already face drastic budget reductions. Furthermore, 
because of the reduced funding pool for meritorious grant applications, many of our senior and most 
promising young investigators are now without NCI funding and require significant bridge funding from 
private sources. In recent years, however, it has become more challenging to raise philanthropic and 
other external funds. As a result, we continue to be highly dependent on federal cancer center grants. 

The Obama Administration has estimated that if the NIH budget stays flat in FY 2013, as it has 
proposed, the agency would be able to fund 9,415 new grants. However, even with flat funding 
relatively few people who apply for grants from NIH can expect to receive them. Over the past nine 
years NIH has lost about 20 percent of its purchasing power for medical research due to inflation, and 
only about 1 in 7 grant applications are approved for funding, the lowest rate in NIH history. NIH's ability 
to sustain current research capacity and encourage promising new areas of science has been 
significantly compromised by stagnant funding. 

This situation will be even more acute if an eight percent budget cut being considered as part of 
the Budget Control Act of 2011, takes effect in January. The cut is even deeper than it appears because 
the agency's fiscal year starts October 1, three months into the fiscal year. As a result, NIH would be able 
to fund 2,300 fewer grants in FY 2013, according to NIH Director Francis Collins. 

Impact Beyond the Lab 

The negative effects of diminished biomedical research funding reach beyond the lab and into 
local communities, as chronicled this past winter by a number of MCI cancer center directors who were 
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featured in newspaper editorials that highlighted the impact of NIH and NCI funding on people and local 
economies in their individual states. 

For example, the leaders of the UC San Diego Moores Cancer Center and the San Diego-based 
Sanford Burnham Medical Research Institute noted that NIH funding brought $1.3 billion to their local 
economy in 2010. In San Antonio, the director of the Cancer Therapy & Research Center at the 
University of Texas Health Science Center noted that his institution received more than $30 million in 
cancer-related grants and clinical trials. 

AACI Past President Michael A. Caligiuri, MD, director of the Ohio State University 
Comprehensive Cancer Center and chief executive officer of the Arthur G. James Cancer Hospital and 
Richard J. Solove Research Institute, put it succinctly in an editorial in his hometown paper. The 
Columbus Dispatch: "The work we do at Ohio State affects the entire continuum of cancer acre. And 
cancer research done at Ohio State and other organizations supports high-quality jobs in Ohio 
communities and allows our residents to benefit from the advances happening right here." 

An AACI-commissioned economic analysis of proposals for NIH's FY 2011 budget estimated that 
a "conservative" 0.8 percent cut in the NIH's annual budget would result in about 4,000 jobs lost 
nationally. Looking specifically at NCI's budget, the nation's research institutions, which house AACI's 
member cancer centers, received an estimated $3.71 billion from NCI to conduct cancer research in FY 
2010; more than two-thirds of NCI's total budget. At the time that AACI's analysis was published, an 
"aggressive" budget reduction of 5.3 percent was under consideration and would have led to more than 
4,200 jobs lost nationwide and an economic loss of more than $564 million. 

Other recent studies have also concluded that federal support for medical research is a major 
determinant in the economic health of communities across the country. In one such report. United for 
Medical Research, a coalition of leading research institutions, patient and health advocates and private 
industry, estimated that NIH funding generated the greatest number of jobs in California (63,196), 
Massachusetts (34,598), New York (33,193), Texas (25,878) and Maryland (24,557) and also supported 
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more than 10,000 jobs each in Pennsylvania, North Carolina, Washington, Illinois, Ohio, Florida, 

Michigan and Georgia. Fifty-three MCI cancer centers are located in those 13 states. 

Cancer centers are already challenged to provide infrastructure resources necessary to support 
funded researchers, and cuts in federal cancer center grants will limit our members' ability to provide 
well-functioning shared resources to investigators who depend on them to complete their research. For 
most academic cancer centers, the majority of NCI grant funds are used to sustain shared resources that 
are essential to basic, translational, clinical and population cancer research, or to provide matching 
dollars which allow departments to recruit new cancer researchers to a university and support them 
until they receive their first grants. 

Independent investigator research is a particularly valuable resource, especially in genomics and 
molecular epidemiology. Such research depends on state-of-the-art shared resources like tissue 
processing and banking, DNA sequencing, microRNA platforms, proteomics, biostatistics and biomedical 
informatics. This infrastructure is expensive and it is not clear where cancer centers would acquire 
alternative funding if NCI grants for these efforts were reduced. 

Cancer Research: Improving America's Health 

The broad portfolio of research supported by NIH and NCI is essential for improving our basic 
understanding of diseases and it has paid off handsomely in terms of improving Americans' health. 

Death rates from all cancers combined for men, women, and children in the United States 
continued to decline between 2004 and 2008, the latest year for which we have complete analysis. Age- 
adjusted mortality rates for 11 of the 18 most common cancers among men and for 14 of the 16 most 
common cancers in women have declined. The overall rate of new cancer diagnoses among both men 
and women also declined over similar periods, although for women the decline leveled off from 2006- 
2008 (National Cancer Institute, 2012 Annual Report to the Nation on the Status of Cancer). A broader 
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data set shows that cancer death rates have dropped 11.4 percent among women and 19.2 percent 
among men over the past 15 years, due in large part to better detection and more effective treatments. 

Despite that success, cancer remains the second leading cause of death in the United States, 
exceeded only by heart disease. In 2007, more than 562,000 people died of cancer, and more than 1.45 
million people had a diagnosis of cancer, according to (United States Cancer Statistics: 1999-2007 
Cancer Incidence and Mortality Data). 

The network of cancer centers represented by AACI continues the fight against cancer by 
conducting the highest-quality cancer research in the world and provides exceptional patient care. The 
nation's research institutions, which house AACI's member cancer centers, receive an estimated $3.31 
billion from NCI to conduct cancer research, representing 67 percent of NCI's total. (U.S. Department of 
Health and Human Services, National Institutes of Health, National Cancer Institute 2010 Fact Book). 
Because these centers are networked nationally, opportunities for collaborations are many— assuring 
wise and non-duplicative investment of scarce federal dollars. 

Conclusion 

The nation's investments in NIH and NCI have helped wipe out diseases that killed our grandparents. 
Those investments have led us to the brink of new discoveries in deadly and debilitating illnesses, cancer 
perhaps foremost among them. The AACI cancer center network is unsurpassed in its pursuit of 
excellence, and places the highest priority on delivering superior cancer care to all Americans, including 
novel treatments and clinical trials. It is through the power of collaborative innovation that we will 
continue to move toward a future without cancer, and federal research funding is essential to achieving 
our goals. 
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Testimony of Anthony F. (Bud) Rock 
Chief Executive Officer, Association of Science-Technology Centers 
submitted to the 

House Appropriations Subcommittee 
on Labor, Health and Human Services, Education, and Related Agencies 
March 29,2012 


Seeking Support for the Following Agencies and Programs in FY 2013: 
Institute of Museum and Library Services - Office of Museum Services 
Department of Education - 21*‘ Century Community Learning Centers 
and Eli^bility for STEM Teacher Professional Development 


Introduction 


Chairman Rehberg, Ranking Member DeLauro, and Members of the Subcommittee — ^thank you 
for the opportunity to submit written testimony for the record. My name is Anthony (Bud) Rock, 
and I serve as the Chief Executive Officer of the Association of Science-Technology Centers 
(ASTC). My testimony will address the importance of science, technology, engineering, and 
mathematics (STEM) education, and will focus on the fiscal year (FY) 2013 budgets for specific 
areas within two federal agencies for which your Subcommittee has jurisdiction: (1) the Office of 
Museum Services (OMS) at the Institute of Museum and Library Services (IMLS), which would 
receive $30,859 million, the same amount as the FY 2012 estimated level, and (2) the 2l“ 
Century Community Leaning Centers (21*‘ CCLC) program at the Department of Education 
(ED), which would receive $1,152 billion for FY 2013, also the same amount as the FY 2012 
estimated level. I will also touch upon eligibility requirements for teacher professional 
development funds authorized by the Elementary and Secondary Education Act (ESEA). 

Our Request 

On behalf of ASTC and the 359 U.S. science center and museums we represent, I urge the 
Subcommittee to continue its strong support for critical education programs within the Institute 
of Museum and Library Services and the Department of Education as your work on the Labor, 
Health and Human Services, Education, and Related Agencies Appropriations Bill for fiscal year 
2013 progresses. 

Specifically, I urge you to do all you can to fully fund the Institute of Museum and Library 
Services’ Office of Museum Services by providing at least the Congressionally-authorized 
level of funding, $38.6 million, for fiscal year 2013, and to provide a $100 million increase 
for the Department of Education’s 21*' Century Community Learning Centers program in 
fiscal year 2013. In addition, I urge the Subcommittee to allow non-profit, community- 
based science centers to be eligible to compete for teacher professional development 
opportunities and other STEM-related activities authorized by ESEA. 

About ASTC and Science Centers 


ASTC is a nonprofit organization of science centers and museums dedicated to providing quality 
educational experiences to students and their families as well as furthering public engagement 
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with science among increasingly diverse audiences. Now, more than ever before, we must spark 
the interests of our young people in all that science has to offer. This is exactly why community- 
based science centere throughout the coimtry are providing unique educational programs that 
excite, energize, and enrich our understanding of science and its many applications — often with 
support from IMLS and ED, in addition to other federal agencies. 

Science centers are unique places where visitors can discover, explore, and test ideas and, most 
importantly, learn how science impacts their quality of life. Their offerings are varied, and 
include interactive exhibits, hands-on science experiences for children, professional development 
opportunities for teachers, and educational programs for adults. 

ASTC now counts more than 600 members, including 455 operating or developing science 
centers and museums in 45 countries. Collectively, these institutions gamer 82 million visits 
annually worldwide. Here in the United States, your constituents pass through science 
center doors nearly 60 million times to participate in intriguing educational science 
activities and explorations of scientific phenomena. The most recent Science and Engineering 
Indicators (2012) generally affirms this data, ofiering that; 

Involvement with S&T outside the classroom in informal, voluntary, and self-directed settings — 
such as museums, science centers, zoos, and aquariums — is another indicator of the public's 
interest in S&T. By offering visitors the flexibility to pursue individual curiosity, such institutions 
provide a kind of exposure to S&T that is well-suited to helping people develop further interest. 

In the 2008 [General Social Survey], 6iyo of Americans indicated that they had visited an 
informal science venue during the previous year. About half (52%) said they had visited a zoo or 
aquarium, and more than one-quarter had visited a natural history museum (28%) or an S&T 
museum (27%). 

Science centers come in all shapes and sizes, from large institutions in big metropolitan areas — 
like the California Science Center in Los Angeles, the Connecticut Science Center in Hartford, 
Pacific Science Center in Seattle, and the Museum of Science and Industry in Chicago — ^to 
relatively smaller centers in somewhat less populated areas — like ExplorationWorks in Helena, 
Montana, the Discovery Center of Idaho in Boise, and the Scienee Zone in Casper, Wyoming. 
ASTC works with science centers and museums — small, large, and everywhere in-between — ^to 
educate and inform visitors on critical societal issues, loeally and globally, where understanding 
of and engagement with seience are essential. As liaisons between the science community and 
the public, science centers are ideally positioned to heighten awareness of critical issues 
including energy, the environment, infectious diseases, and space; increase understanding of 
important new technologies; and promote meaningful informed debate between citizens, 
seientists, policymakers, and the local community. 

Science Centers as an Integral Part of the Nation’s Educational Infrastructure 

Science centers are physical — and virtual — places where science and citizens meet. Many have 
scientists on staff, and some feature research facilities on-site. Through exhibits and 
programming — like lectures and science cafes — ^science centers bring current research findings 
to the public while encouraging discussion and debate of current science issues. More and more, 
science centers are also getting members of the public involved in research projects themselves. 
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Our centers reach a wide audience, a significant portion of which are school groups. Here in the 
U.S., 90% of our members offer school field trips, and we estimate that nearly 11 mUiion 
children attend science centers and museums as part of those groups each year. Field trips, 
however, are just the beginning of what science centers and museums contribute to our coimtry’s 
educational infrastructure, as; 

• 90% offer classes and demonstrations 

• 89% offer school outreach programs 

• 82% offer workshops or institutes for teachers 

• 75% offer curriculum materials 

• 71% offer programs for home-schoolers 

• 56% offer after-school programs 

• 4 1 % offer programs that target senior citizens, and 

• 39% offer youth employment programs. 

The Importance of Federal Support for STEM Education 

As the Subcommittee knows, there is a strong consensus that improving STEM education is 
critical to the nation’s economic strength and global competitiveness in the 21st century. 

Reports like the National Academies’ Rising Above the Gathering Storm (2005) and the 
President’s Council of Advisors on Science and Technology’s Prepare and Inspire (2010) have 
emphasized the need to attract and educate the next generation of American scientists and 
innovators, and have recommended that we increase our talent pool by vastly improving K-12 
science and mathematics education. Clearly, in order to improve STEM education, we must 
draw on a full range of learning opportunities and experiences, including those in non-school 
settings. 

In its report entitled Learning Science in Informal Environments: People, Places, and Pursuits 
(2009), the National Research Council (NRC) of the National Academies said “beyond the 
schoolhouse door, opportunities for science learning abound...” The NRC found, among other 
things, that there is ample evidence to suggest that science learning takes place throughout the 
lifespan and across venues in non-school settings. Furthermore, the report highlighted the role of 
after-school STEM education in promoting diversity and broadening participation, finding that 
non-school environments can have a significant impact on STEM learning outcomes in 
historically underrepresented groups, and that these environments may be uniquely positioned to 
make STEM education accessible to all. Given the important role science centers and museums 
play in the education of both students and teachers, ASTC strongly supports — ^and greatly 
appreciates — the educational offerings provided by the Institute of Museum and Library Services 
and the Department of Education. 

Institute of Museum and Library Services 

The mission of IMLS is to inspire libraries and museums to advance innovation, lifelong 
learning, and cultural and civic engagement, and the agency provides valuable leadership 
through research, policy development, and grant making. For years, science centers — and the 
communities they serve — ^have benefitted from competitively-awarded grants offered by IMLS. 
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Just last year, the Yale Peabody Museum of Natural History in New Haven, Connecticut (an 
ASTC member) received a $148,01 5 grant from the IMLS Museums For America program to 
help fund “EVOLUTIONS,” an after-school program for 60 New Haven public school students 
in grades 9 to 12. Asa result, these students — ^ffom groups traditionally underrepresented in the 
sciences — ^will become engaged in an academically rigorous, for-credit program focused on 
science literacy, college preparation, and career awareness. Students will spend one afternoon a 
week at the museum during the academic year. There, they will help produce a museum 
exhibition, attend seminars, explore museum collections, participate in college field trips, and 
even serve as interns in Yale laboratories. Older students will participate in a “career ladder” 
program— one that a number of science centers do extremely well — ^where they will leam to 
Interpret the museum’s exhibits for the public. Students will also be trained by a professional 
museum evaluator to implement tracking studies and other evaluative methods to assess the 
impact of their activities on museum visitors. 

Funding for the IMLS Office of Museum Services reached a high in FY 2010, when it 
received $35,212 million. The FY 2013 requested level of $30,859 million — ^though equal to 
the amount avaUable for FY 2012 — reflects a $4,353 million (12.4%) cut from the FY 2010 
level. 

Department of Education 

27®' Century Community Learning Centers 

The Department of Education’s 21®' Century Community Learning Centers program supports the 
creation of community learning centers that provide academic emichment opportimities during 
non-school hours for children — ^particularly those students who attend high-poverty and low- 
performing schools. The 21®' CCLC program helps students meet state and local student 
standards in core academic subjects, such as reading and math; offers students a broad array of 
enrichment activities that can complement their regular academic programs; and offers literacy 
and other educational services to the families of participating children. 

As previously noted, more than half of ASTC’s science centers and museums offer after-school 
programs, which is especially noteworthy given that more than 15 million school-age children — 
including more than 1 million in grades K-5 — ^are on their own after school. Research shows 
that kids who participate in such programs improved significantly in three major areas: feelings 
and attitudes, indicators of behavioral adjustment, and school performance. This translates, of 
course, to self-confidence and self-esteem, positive social behaviors, and accomplishment in 
school settings. In 2010, the Scottsdale Unified School District’s Community Schools 
Department 21st CCLC was awarded a $24,000 grant from the Arizona Department of Education 
in partnership with the Arizona Science Center (another ASTC member). Funds are being used 
for STEM education at an elementary school, where a STEM club/camp will include family 
engagement, a full-day field trip to the Arizona Science Center, and club/camp instruction by the 
Science Center. The STEM club/camp pilot programs will assist Arizona 21st CCLC programs 
already committed to STEM during the day, and should significantly highlight STEM in the 
after-school program for students and their families. 


[ 4 ] 



210 


Funding for the 21** CCLC program has remained relatively constant since FY 2010, when 
it received $1,166 billion in funding. The FY 2013 requested level of $1,152 billion is equal 
to the amount available for FY 2012 and roughly the same amount available for FY 2011. 

STEM Professional Development/Math and Science Partnerships 

Under the Elementary and Secondary Education Act, districts and states may use Title II teacher 
professional development funds for a variety of purposes, but these resources often don’t reach 
non-profit education organizations — such as science centers— who provide teacher professional 
development. For example, Section 2201 of the existing statute, currently titled “Mathematics 
and Science Partnerships,” establishes cases upon which “eligible partnerships” are allowed to 
compete. Such partnerships must consist of an institution of higher education, a school of arts 
and sciences, and a high-need local education agency. It is only after that requirement is 
satisfied that eligible partnerships may also include other non-profit education institutions like 
science centers and museums. In short, science centers are considered an afterthought in the law 
when they are often at the forefront of providing the congressionally-intended activity of 
improving teacher quality. 

This Subcommittee has the opportunity to fully recognize the vital role science centers play in 
providing teacher professional development by allowing them to directly compete for Title II 
teacher quality funds authorized by ESEA. Again, 82% of ASTC member institutions offer 
teacher professional development programs, aligning with research-based best practices and 
recommendations already found in ESEA. ASTC members reach 73,000 schools — ^that’s 62% of 
the total schools in the country — impacting 9,000 school districts, 36 million students, and 2 
million teachers. 

I urge you to consider including report language that would allow non-profit, community- 
based science centers to be eligible to compete for teacher professional development 
opportunities and other STEM-related activities authorized by ESEA — slanguage consistent 
with the Investing in Innovation (i3) grant program already offered by the Department of 
Education and funded by Congress. 

Conclusion 


While I appreciate the extremely challenging budget scenario that confronts this Subcommittee 
and others, I urge you to recognize the importance of the educational offerings science centers 
and museums provide to students, families, and teachers — and the integral related federal support 
provided by the Institute of Museum and Library Services and the Department of Education — 
by: (1) providing at least the authorized level of $38.6 million to fully fund IMLS and its Office 
of Museum Services for FY 2013; (2) providing an additional $100 million to ED’s 21** Century 
Community Learning Centers program for FY 2013; and (3) allowing non-profit, community- 
based science centers to be eligible to compete for teacher professional development 
opportunities through ESEA. Thank you once again for your strong support for America’s 
science centers and museums — and for the opportunity to present these views. I would be happy 
to respond to any questions or provide additional information as needed by the Subcommittee. 
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ARVO Written Testimony in Support of Increased FY12 Funding for the National 
Institutes of Health (NIH) and the National Eye Institute (NEI) 

Submitted on behalf of the ARVO President, Jeffrey H. Boatright, PhD, FARVO 
U.S. House of Representatives, Committee on Appropriations, Subcommittee on 
Labor, Health & Human Services, Education, and Related Agencies 

Biomedical research investment 

FY13 is a pivotal time for the U.S. as the nation’s leaders work hard towards the goal of recovering from an 
historic economic recession. We agree with the President that education and innovation are crucial 
investments for growing the economy and creating jobs. We understand that difficult decisions have to be 
made about FY13 appropriation priorities, with imposed counter pressures from the Budget Control Act. We 
uige Congress to carefully consider the long term impact of not investing in research and development 
(R&D) while other nations (e.g., China and India) increase their investment, and while the U.S. faces a critical 
need to control inflating health care costs. We were happy to see the importance of R&D investment 
reflected in the President’s budgets for the National Science Foundation, the Department of Energy, and the 
Department of Agriculture. We think the Presidential budget for NIH, which did not maintain funding levels, 
is a mistake. Our nation faces unprecedented aging eye disease costs; these will radically increase without 
proper investment in research that leads to treatments and cures. 

Americans want biomedical research investment 

The American pubUc recognizes the importance of biomedical research and is more likely to support 
canrlidates who support federal biomedical research.' Specifically, “85% of likely voters are concerned about 
the impact of a decreased federal investment in research, including the possibility of scientists leaving their 
profession or moving abroad to countries with a stronger research investment.”' Biomedical research 
investment is a long term strategy to ensure economic competitiveness of the U.S. Each dollar NIH spends 
on research results in a 2-fold economic return to local economies. NIH funding supports half a million U.S 
jobs, including extramural research supported by 325,000 scientists at more than 3,000 institutions.^ In 2010, 
NIH funding “directly and indirectly supported 487,900 jobs nationwide, leading to fifteen states 
experiencing job growth of 10,000 or more.”^ The spending results in complementary private investments, ^ 
not even accounting for local growth near new research infrastructure (e.g., restaurants/other services). 
Unfortunately, 55,000 jobs were lost when American Recovery and Reinvestment Funding ended.^ Research 
is a marathon, not a sprint. Sustained investment over time is needed for progress. We urge elected 
representatives to consider what constituents value when making decisions about NIH funding 
appropriations. 

ARVO has two major requests for the House of Representatives; 

1. To recognize funding for the NIH as a national priority by funding NIH in FY13 at least $32 
billion. 

2. To recognize vision health as a national priority by funding the NEI at $730 million. 
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The requested funding levels will enable NIH and NEI to keep pace with inflation and continue 
extraordinary progress made towards improving vision health of the American pubMc. BUndness 
prevention and vision restoration are crucial for reducing health care costs, maintaining productivity, 
ensuring independence, enhancing quality of life, enabling safe mobility and navigation of affected 
individuals and the community (e.g., driving safety). The $730 million requested for NEI is a small 
amoimt, considering the annual cost of eye disease (estimated in U.S. adults at $51.4 billion/ year in 
2007).’ The annual economic cost did not account for child eye care costs or the baby boomer 
demographic entered this decade, when the number of people turning 65-year8-old each day rose 
from 1,000 people per day to 6,000 people per day, continuing until 2029. Future eye care costs will 
be in proportion to the number of children affected by diabetic and other eye disease and the 
number of adults affected by aging eye diseases.’ 

Biomedical infrastructure in crisis 

Rep. Paul Ryan (R-WI) outlined a 10-year federal spending reduction plan earlier this month that did 
not recognize the crucial role that biomedical research spending plays for the economic growth and 
well-being of out country. Meanwhile, the biomedical research instimtions of our nation, whose goal 
it is to address the national health needs through research are economically stressed from a variety of 
sources including state budget restrictions, decreased availability of bridge and philanthropic 
funding, and added expenses from increased regulatory administrative costs detailed below. 

Salary caps derail clinical research, new research programs and junior researchers 

On January 20, 2012 NIH issued guidance on congressionally imposed salary caps, effectively 
reducing Executive Level II salaries by 20%. This decision might look like an insignificant 1% 
budget reduction from a policy perspective. However, from a local perspective on individual 
institutions, this decision generated more interest than any other policy report by our organization in 
the past 4 years. Below are some preliminary institutional administrative reports on the local impact. 

■ The cap disproportionately affects clinician-scientists, who already make lower salaries than 
their colleagues in private practice and industry settings. Effectively, this cap pushes them out 
of research at a time when the U.S. is placing more emphasis on translational research. 

■ Cliitical departments are ceasing to offer seed money for new faculty to jumpstart new 
research programs. 

■ Post-doctoral researchers in clinical departments are being let go (at the most vulnerable stage 
in their career) to address lost NIH salary reimbursements. Post-docs are highly trained, 
relatively poorly-paid (around $40,000/yeat) junior investigators, who frequently fall between 
the cracks as they ate not faculty, staff, or smdents. 

■ Johns Hopkins alone estimates the cqrrent salary cap will result in a loss of $6.8 mUlion per 
year in recoverable facility and administration (F&A) costs, in addition to an earlier cap that 
resulted in a $10 miUion per year loss in recoverable F&A. 
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Increased costs and reduced capacity 

A set of new guidelines for the care and use of animals is being implemented by NIH. The spirit and 
intent of the guidelines are currently being followed in a manner consistent with the scientific 
community concerns to limit the number of animals used and ensure they are not subjected to 
unnecessary discomfort and pain. However, the prescriptive nature of the new guidelines have the 
potential to be interpreted as regulations that leave litde room for professional judgment based on 
local infrastructure and study specific variables. An uncertainty about interpretation of the guidelines 
by inspectors is certain to initiate changes in housing at great expense and loss of capacity to 
individual institutions. 

Transportation of animals is also being targeted. Non-human primates, while infrequently used in 
vision research, are very important and critical for certain studies. Members are starting to rely on 
expensive charters to ship research animals, as airlines are being targeted by passionate anti-animal 
research advocates. 

The regulatory, public policies and transportation issues for animal research are initiating a shift for 
pharmaceutical companies to move pharmaceutical testing to countries with less stringent 
regulations and easier access to research animals, which wUl be unfortunate for the humane 
treatment of animals and will mean a loss of jobs in the U.S. 

Approval path to a product graveyard 

Members who conduct translational studies report that the Food and Drug Administration (FDA) 
has a lack of a defined approval process for ophthalmic drugs. They report that it is difficult to 
attract investors for clinical trials in part because prior endeavors failed due to inappropriate 
endpoints or measurements. Investors simply will not invest in trials when they have to guess what 
steps are necessary to achieve regulatory approval. We understand why such challenges exist within 
FDA as the FDA has had to move from regulatory oversight of U.S. drugs/ devices/biologics to an 
international oversight environment with limited budget for additional staff/resources. Yet, the 
FDA approval process is a critical barrier to product approval, a process that European countries 
made more efficient Some companies and investors now start their smdies in Europe instead of the 
U.S., with a resulting loss of U.S. jobs due to these differences in regulatory environments. 

So much vision progress at stake 

The very health of the vision research community is at stake with the proposed declines in NEI 
funding. Not only will funding for new investigators be at risk, but also that of seasoned 
investigators, which threatens the continuity of research and the retention of trained staff When 
institutions must release staff due to lack of extramural funding, highly-trained people are lost to the 
field. This is unfortunate. As NEFs FY13 budget Ditector’s overview stated, “NEI made a 
considerable investment in basic research that is now creating tmprecedented opportunities to 
develop new treatments that address the toot cause of vision loss”. Examples of progress made with 
prior vision research investments include the following examples. 

■ Better age-related macular degeneration therapies are expected to reduce the incidence of legal 
blindness by 72% and visual impairment by 37*14 in two years.'* 
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■ Current treatments for abnormal blood vessel growth in diabetic retiaopathy patients reduced 
the rate of legal blindness within 5 years from 50% to less than 5%.*' Fifty percent of treated 
patients experienced improved visual function within one year. Laser treatment and vitrectomy 
reduced the risk of blindness in patients with severe diabetic retinopathy by 90%.* 

■ Prescription eye drops delay or prevent 50% of glaucoma cases in African Americans.* 

■ Treatments that delay /prevent diabetic retinopathy now save the U.S. fl.6 bilhon annually.* 

In summary, ARVO requests NEI funding at $730 million, reflecting biomedical inflation plus 
modest growth commensurate with that of NIH overall, since our nation’s investment in vision 
health is an investment in overall health. NEI’s breakthrough research is a cost-effective investment, 
since it is leading to treatments and therapies that can ultimately delay, save, and prevent health 
expenditures, especially those associated with the Medicare and Medicaid programs. It can also 
increase productivity, help individuals to maintain their independence, and generally improve the 
quality of life, especially since vision loss is associated with increased depression and accelerated 
mortality. 

Resources 

1. ResearchlAmerica March 14, 2012 public opinion poll . 

2. United for Medical Research, May 20 1 1 , NIH Role in Sustainim the U.S. Ecomm . 

3. Prevent Blindness America, 2007, The Economic Impact of Vision Problems . 

4. Alliance for Aging Research, 2012, The Silver Book: Vision Loss . Volume II. 

About ARVO 

ARVO is the world’s largest international association of vision scientists (scientists who study diseases and 
disorders of the eye). More than 7,000 members are supported by NIH grant funding. Vision science is a 
multi-disciplinary field, but the NEI is the only freestanding NIH institute with a mission statement that 
specifically addresses vision research. ARVO supports increased FY12 and FY13 NIH funding. 

ARVO is also a member of the National Alliance for Eye and Vision Research, and supports their testimony. 
www.eyeresearch.otg 

More Information 

To find out more contact Bobbie Ann Austin, PhD, ARVO Assistant Director of Science Program and 
Policy: baustin@arvo.org or 240-221-2901. 
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Association of Rehabilitation Nurses 
Written Testimony to the House Labor-Health and Human Services 
Appropriations Subcommittee 

Regarding Fiscal Year 2013 Nursing and Rehabilitation Related Funding 
Submitted by: ARN President, Susan Wirt BSN RN CCM CLCP CRP CRRN 
(202) 230-5197 and ieremv.scott@dbr.com 
March 29, 2012 

Introduction 

On behalf of the Association of Rehabilitation Nurses (ARN), I appreciate having the opportunity 
to submit written testimony to the House LHHS Appropriations Subcommittee regarding funding for 
nursing and rehabilitation related programs in fiscal year (FY) 2013. ARN represents nearly 12,000 
rehabilitation nurses that work to enhance the quality of life for those affected by physical disability 
and/or chronic illness. ARN understands that Congress has many concerns and limited resources, but 
believes that chronic illnesses and physical disabilities are heavy burdens on our society that must be 
addressed. 

Rehabilitation Nurses and Rehabilitation Nursing 

Rehabilitation nurses help individuals affected by chronic illness and/or physical disability adapt 
to their condition, achieve their greatest potential, and work toward productive, independent lives. We 
take a holistic approach to meeting patients’ nursing and medical, vocational, educational, environmental, 
and spiritual needs. Rehabilitation nurses begin to work with individuals and their families soon after the 
onset of a disabling injury or chronic illness. They continue to provide support and care, including patient 
and family education, which empowers these individuals when they return home, or to work, or school. 
The rehabilitation nurse often teaches patients and their caregivers how to access systems and resources. 

Rehabilitation nursing is a philosophy of care, not a work setting or a phase of treatment. We 
base our practice on rehabilitative and restorative principles by: (1) managing compleK medical issues; (2) 
interprofessional collaboration with other specialists; (3) providing ongoing patient/caregiver education; 
(4) setting goals for maximum independence; and (5) establishing plans of care to maintain optimal 
wellness. Rehabilitation nurses practice in all settings, including freestanding rehabilitation facilities. 
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hospitals, long-tenn subacute care facilities/skilled nursing facilities, long-term acute care facilities, 
comprehensive outpatient rehabilitation facilities, home health, and private practices, just to name a few. 

As we celebrate the two year anniversary of the Affordable Care Act (ACA) - which focused on 
creating a system that will increase access to quality care, emphasizes prevention, and decreases costs - it 
is critical that a substantial investment be made in the nursing workforce programs and in the scientific 
research that provides the basis for nursing practice. To ensure that patients receive the best quality care 
possible, ARN supports federal programs and research institutions that address the national nursing 
shortage and conduct research focused on nursing and medical rehabilitation, e.g., traumatic brain injury. 
Therefore, ARN respectfully requests that the Subcommittee provide increased funding for the following 
programs: 

Nursing Workforce and Development Programs at the Health Resources and Services Administration 

(HRSAf 

ARN supports efforts to resolve the national nursing shortage, including appropriate funding to 
address the shortage of qualified nursing faculty. Rehabilitation nursing requires a high-level of 
education and technical expertise, and ARN is committed to assuring and protecting access to 
professional nursing care delivered by highly-educated, well-trained, and experienced registered nurses 
for individuals affected by chronic illness and/or physical disability. 

According to the Health Resources and Services Administration (HRSA), in 2010, our healthcare 
workforce experienced a shortage of more than 400,000 nurses.’ The demand for nurses will continue to 
grow as the baby-boomer population ages, nurses retire, and the need for healthcare intensifies. 
Implementation of the new health reform law will also increase the need for a well-trained and highly 
skilled nursing workforce. The Institute of Medicine has released recommendations on how to help the 
nursing workforce meet these new demands, but we are destined to fall short of these lofty goals if there 
are not enough nurses to facilitate change. 


htl p://bhDr.lirsa.gov/healthworkforce/reDorts/nursing/mbehindproiections/4.htm 


217 


According to the U.S. Bureau of Labor Statistics, nursing is the nation’s top profession in terms 
of projected job growth, with more than 581,500 new nursing positions being created through 2018.^ 
These positions are in addition to the existing jobs that health care employers have not been able to fill. 
Educating new nurses to fill these gaping vacancies is a great way to put Americans back to work and 
simultaneously enhance an ailing health care system. 

ARN strongly supports the national nursing community’s request of $251 million in 
FY 2013 funding for federal Nursing Workforce Development programs at HRSA. 

National Institute on Disability and Rehabilitation Research rNIORRl 

The National Institute on Disability and Rehabilitation Research (NIDRR) provides leadership 
and support for a comprehensive program of research related to the rehabilitation of individuals with 
disabilities. As one of the components of the Office of Special Education and Rehabilitative Services at 
the U.S. Department of Education, NIDRR operates along with the Rehabilitation Services 
Administration and the Office of Special Education Programs. 

The mission of NIDRR is to generate new knowledge and promote its effective use to improve 
the abilities of people with disabilities to perform activities of their choice in the community, and also to 
expand society's capacity to provide full opportunities and accommodations for its citizens with 
disabilities. NIDRR conducts comprehensive and coordinated programs of research and related activities 
to maximize the full inclusion, social integration, employment and independent living of individuals of all 
ages with disabilities. NIDRR's focus includes research in areas such as: employment, health and 
function, technology for access and function, independent living and community integration, and other 
associated disability research areas. 

ARN strongly supports the work of NIDRR and encourages Congress to provide the 
maximum possible FY 2013 funding level. 


httD.'//www.bls.gov/oco/ocos083.htm#outlook 
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National Institute of Nursing Research fNINRI 

ARN understands that research is essential for the advancement of nursing science, and believes 
new concepts must be developed and tested to sustain the continued growth and maturation of the 
rehabilitation nursing specialty. The National Institute of Nursing Research (NINR) works to create cost- 
effective and high-quality health care by testing new nursing science concepts and investigating how to 
best integrate them into daily practice. Through grants, research training, and interprofessional 
collaborations, NINR addresses care management of patients during illness and recovery, reduction of 
risks for disease and disability, promotion of healthy lifestyles, enhancement of quality of life for those 
with chronic illness, and care for individuals at the end of life. NINR’s broad mandate includes seeking 
to prevent and delay disease and to ease the symptoms associated with both chronic and acute illnesses. 
NINR’s recent areas of research focus include the following: 

• End of life and palliative care in rural areas; 

• Research in multi-cultural societies; 

• Bio-behavioral methods to improve outcomes research; and 

• Increasing health promotion through comprehensive studies. 

ARN respectfully requests SISO million in FY 2013 funding for NINR to continue its efforts 
to address issues related to chronic and acute illnesses. 

Traumatic Brian Injury (TBII 

According to the Brain Injuiy Association of America, 1.7 million people sustain a traumatic 
brain injury (TBI) each year.^ This figure does not include the 150,000 cases of TBI suffered by soldiers 
returning from wars in Afghanistan and conflicts around the world. 

The annual national cost of providing treatment and services for these patients is estimated to be 
nearly $60 million in direct care and lost workplace productivity. Continued fiscal support of the 


httD://www.biausa.org/livinB-with-brain-iniurv.htm 
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Traumatic Brain Injury Act will provide critical funding needed to further develop research and improve 
the lives of individuals who suffer from traumatic brain injury. 

Continued funding of the TBI Act will promote sound public health policy in brain injury 
prevention, research, education, treatment, and community-based services, while informing the public of 
needed support for individuals living with TBI and their families. 

ARN strongly supports the current work being done by the Centers for Disease Control and 
Prevention (CDC) and HRSA on TBI programs. These programs contribute to the overall body of 
knowledge in rehabilitation medicine. 

ARM urges Congress to support the following FY 2013 funding requests for programs 
within the TBI Act: $10 million for CDC’s TBI registries and surveillance, prevention and national 
public education and awareness efforts; $8 million for the HRSA Federal TBI State Grant 
Program; and $4 million for the HRSA Federal TBI Protection and Advocacy Systems Grant 
Program. 

Conclusion 

ARN appreciates the opportunity to share our priorities for FY 2013 funding levels for nursing 
and rehabilitation programs. ARN maintains a strong commitment to working with Members of 
Congress, other nursing and rehabilitation organizations, and other stakeholders to ensure that the 
rehabilitation nurses of today continue to practice tomorrow. By providing the FY 2013 funding levels 
detailed above, we believe the Subcommittee will be taking the steps necessary to ensure that our nation 
has a sufficient nursing workforce to care for patients requiring rehabilitation from chronic illness and/or 
physical disability. 
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National Institutes of Health, Department of Health and Human Service 
March 29.2012 

Submitted by: 

Larry Keinath 

President, Association of Independent Research Institutes 
The Wistar Institute 

3601 Spruce Street, Philadelphia, PA, 19104 
keinath@wistar.org 215-898-3700 

The Association of Independent Research Institutes (AIR!) respectfully submits this written testimony for 
the record to the House Appropriations Subcommittee on Labor, Health and Human Services, Education 
and Related Agencies. AIRI appreciates the commitment the Members of this Subcommittee have made 
to biomedical research through your strong support for the National Institutes of Health (NIH), and 
recommends Increasing support by providing $32 billion for NIH in fiscal year (FY) 2013, a 4.2 percent 
increase above the fiscal year (FY) 2012 level. 


AIRI Is a national organization of more than 80 independent, non-profit research institutes that perform 
basic and clinical research in the biological and behavioral sciences. AIRI institutes vary in size, with 
budgets ranging from a few million to hundreds of millions of dollars. In addition, each AIRI member 
institution is governed by its own independent Board of Directors, which allows our members to focus 
on discovery-based research while remaining structurally nimble and capable of adjusting their research 
programs to emerging areas of inquiry. Researchers at independent research institutes consistently 


exceed the success rates of the overall NIH grantee pool, and receive about 10 percent of NIH's peer- 
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reviewed, competitively-awarded extramural grants. 

The fiscal environment has caused an immense retraction of federal funds to support research. Agency 
budgets are scrutinized like never before as agency leaders are forced to reevaluate their priorities and 
demonstrate their value. Simultaneously, we are on the cusp of paradigm-shifting discoveries to 
address public health challenges. However, flat NIH budgets since 2003 have affected the agency's 
ability to pursue new, cutting-edge opportunities. This funding uncertainty is disruptive to training, 
careers, long-range projects, and ulb'mately, to research progress. The research engine needs a 
predictable, sustained investment in science to maximize the nation's return. 

Not only is NIH research essential to advancing health, it also plays a key economic role in communities 
nationwide. Approximately 83 percent of NIH funding is spent in communities across the nation, 
creating jobs at more than 3,000 research institutes, universities, teaching hospitals, and other 
institutions across the nation. NIH research also supports long-term competitiveness for American 
workers, forming one of the key foundations for sustained U.S. global competitiveness in industries like 
biotechnology, medical device and pharmaceutical development, and more. 

Translating Research into Treatments and Therapeutics - To further its primary goal of improving 
health, NIH is channeling its translational science activities into the National Center for Clinical and 
Translation Sciences (NCATS). AIRI looks forward to collaborating with NCATS as independent research 
institutes are particularly adept at translating basic discoveries into therapeutics, often partnering with 
industry. As a network of efficient, flexible independent research institutes that have been conducting 
translational research for years, AIRI is well-positioned to be a strong partner in bringing research from 
the bench to the bedside. Below, examples of AIRI members' translational research successes are listed 
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to demonstrate the value NIH funding brings to human health. 

It was at the Foundation for Blood Research (Scarborough, ME) where the technique of immunofixation 
was first applied for the identification of protein abnormalities associated with immune system disorders 
such as multiple myeloma, a form of bone cancer. Today, this test is considered by many to be the "gold 
standard" for identifying and typing monoclonal immunoglobulins and is routinely offered by clinical 
laboratories throughout the world. Collectively, immunofixation and immunonephelometry have 
dramatically changed the way laboratory medicine is practiced, reshaping the delivery of patient care. 

Several years ago, researchers at Mofptt Cancer Center (Tampa, FL) developed a unique molecular 
diagnostic assay that identifies differences in tumor radiosensitivity, thereby pre-selecting those patients 
most likely to benefit from radiation therapy. Radiation therapy Is the single most common agent used 
In cancer therapeutics and up to 60 percent of individuals diagnosed with cancer receive radiation 
therapy. However, clinicians are unable to distinguish differences in radiosensitivity across tumors when 
prescribing radiation therapy. This molecular test has been clinically-validated In four different disease 
sites (head and neck, esophageal, breast and rectal cancer) in hundreds of patient samples. A National 
Cancer Institute-sponsored trial is currently underway to prospectively validate the assay, while 
CvergenX, a faculty startup, has further developed this diagnostic assay. 

Fostering the Next Generation Scientific Workforce - The biomedical research community depends 
upon a knowledgeable, skilled, and diverse workforce to address current and future critical health 
research questions. While the primary function of AIRI member institutions is research, most are highly 
involved in training the next generab'on of biomedical researchers and ensuring that a pipeline of 
promising scientists are prepared to make significant and potentially transformative discoveries in a 
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variety of areas. 

AIR! supports policies that promote the United States' ability to maintain a competitive edge in 
biomedical science. Initiatives focusing on career development and recruitment of a diverse scientific 
workforce are important to innovation in biomedical research and the public health of the nation. The 
cultivation and preservab'on of this workforce is dependent upon several factors: 

• The ability to recruit scientists and students globally; 

• Support for undergraduate and graduate education in basic and clinical biomedical research, 
initiatives focusing on career development, recruitment of a diverse scientific workforce; and 

• The continued national emphasis on promoting education in the fields of science, technology, 
engineering, and mathematics (STEM). 

Pursuing New Knowledge - The NIH model for conducting biomedical research, which involves 
supporting scientists at universities, medical centers, and independent research institutes, provides an 
effective approach to making fundamental discoveries in the laboratory that can be translated into 
medical advances that save lives. Moreover, efforts to expand the knowledge base in medical and 
associated sciences bolster the nation's economic well-being and ensure a conbnued high return on the 
public investment in research. 

AIRI member insbtutions are private, stand-alone research centers that set their sights on the vast 
frontiers of medical science. AIRI institutes are specifically focused on pursuing knowledge around the 
biology and behavior of living systems and applying that knowledge to improve human health and 
reduce the burdens of illness and disability. Additionally, AIRI member institutes have embraced 
technologies and research centers to collaborate on biological research for all diseases. Using shared 


4 



224 


resources, specifically, advanced technology platforms or "cores," as well as genomics, imaging, and 
other broad-based technologies, AIRI researchers advance therapeutics development and drug 
discovery. 

Providing Efficiency and Flexibility -AIRI member institutes' small size and flexibility provide an 
environment particularly conducive to creativity and innovation. Independent research institutes 
possess a unique versatility and culture that encourages them to share expertise, information, and 
equipment across research institutions, as well as neighboring universities. These collaborative activities 
help minimize bureaucracy and increase efficiency, allowing for fruitful partnerships in a variety of 
disciplines and industries. Also, unlike institutes of higher education, independent research institutes 
are able to focus solely on scientific inquiry and discoveries, allowing them to respond quickly to the 
research needs of the country. 

Supporting Local Economies - AIRI is unique from other biomedical research organizations in that our 
membership consists of institutions located in regions not traditionally associated with cutting-edge 
research. AIRI members are located in 25 states, including many smaller or less-populated states that 
do not have major academic research institutions. In many of these regions, independent research 
institutes are major employers and local economic engines, and exemplify the positive impact of 
investing in research and science. 

AIRI thanks the Subcommittee for its important work dedicated to ensuring the health of the nation, and 
we appreciate this opportunity to urge the Subcommittee to provide $32 billion for NiH in the FY 2013 
appropriations bill. AIRI looks forward to working with Congress to support research that improves the 
health and quality of life for all Americans, 
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Statement by the Association of Academic Health Centers on 
FY 2013 Appropriations for the Department of Health and Human Services and the 
National Health Care Workforce Commission 
submitted to the 

Subcommittee on Labor, Health and Human Services, Education and Related 

Agencies 

Committee on Appropriations, United States House of Representatives 
March 29, 2012 

The Association of Academic Heaith Centers is a non-profit association representing 
approximately one hundred of the nation's academic heaith centers. As part of the system 
of higher education and located within universities, academic health centers have critical 
responsibilities that extend beyond those of traditional academia, including: 

• Educating the nation's health workforce; 

• Conducting cutting-edge biomedical and clinical research; and 

• Providing comprehensive patient care from the basic to the most advanced services. 

In addition to the mission of advancing and applying knowledge to improve health and well- 
being, academic health centers are major contributors to economic growth and development 
and are among their region's largest employers. 

Preservation of funding for biomedical research 

The biomedical research enterprise in the United States is responsible for a majority of the 
countless treatments and cures developed every year, as well as for fueling the economic 
engine. According to an updated report from United for Medical Research and Dr. Everett 
Ehrlich, the NIH supported over 432,000 jobs in 2011, roughly 55,000 fewer jobs than in 
2010. Nations like China, India, and Russia are drastically increasing their investment in 
research. In order to preserve the many benefits of a thriving research community, 
including American competitiveness abroad, we must continue to invest in the growth of the 
sector. Sustained growth of funding for the National Institutes of Health (NIH) is crucial to 
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this endeavor. AAHC requests that Congress appropriate at least $32 billion for NIH in fiscal 
year 2013, and continue to demonstrate bipartisan commitment to a strong economy and 
improved health. This funding recommendation represents the minimum investment 
necessary to avoid further loss of promising research and at the same time allows the NIH's 
budget to keep pace with biomedical inflation. 

Preservation of funding for workforce development 

Increasing the percentage of Americans with health insurance will not do enough to improve 
access to health care without an adequate health professions workforce. As the baby 
boomer generation ages and more people who have previously been uninsured present for 
care, the health workforce must have the skills to provide safe, high-quality, and effective 
care for patients in an inter-professional, inter-disciplinary, collaborative environment. In 
order to achieve that goal. Congress must adequately fund workforce development 
programs at the Health Resources and Services Administration ($520M for Title VII/Title 
VIII). Furthermore, AAHC is concerned about the interest by some in making cuts to 
graduate medical education payments. AAHC concurs with the Council on Graduate Medical 
Education's latest recommendations, and asks that Congress, at a minimum, maintains the 
current funding scheme and number of siots for graduate medical education. 

$3 million appropriation for the National Health Care Workforce Commission 

The AAHC has long called for a comprehensive national strategic vision for health workforce 
policy and planning. That vision is needed if complex and urgent health workforce issues 
are to be addressed effectively. AAHC believes that the Nationai Health Care Workforce 
Commission is the right body to develop that vision, and we urge Congress to appropriate 
$3 million for the National Health Care Workforce Commission (NHCWC) in fiscal year 
2013. The NHCWC was appointed in September 2010, and has yet to be able to convene 
due to their lack of appropriated funds. The AAHC is committed to supporting the NHCWC 
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and is concerned with its lack of funding and subsequent inability to move forward. Without 
the Commission's actions in analyzing and recommending reasonable and responsive 
national health workforce policy focused on shortages and saving costs, the nation's health 
workforce cannot meet the current needs in underserved areas and the future needs of an 
aging population. 

Conclusion 

The AAHC recognizes the tremendous fiscal pressures that Congress, and specifically 
members of the House and Senate Appropriations Committees, are under In this current 
environment. However, investing in the nation's biomedical research enterprise and in the 
development of a robust health workforce is critical to ensure a stronger economy and 
healthier population in the future. We look forward to working with the Subcommitbee to prioritize the 
biomedical research and the health workforce in FY 2013 and into the future. 
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President, American Association of Nurse Anesthetists 
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Washington, DC 
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FY 2013 Appropriations Request Summary 



FYll Actual 

FY12 Actual 

FY13 Budeet 

AANA FY 13 
Reauest 

HHS/HRSA/BHPr Title 
Vni Advanced Education 
Nursing, Nurse Anesthetist 
Education Reserve 

awards amounted 
to approx. 
$3.5MM 

Grant allocations 
not specified 

Grant allocations 
not specified 

$4 MM for nurse 
anesthesia education 

Total for Advanced 

Education Nursing, from 
Title Vni 

$64,046 MM for 
Advanced 
Education 
Nursing 

$63,925 MM for 
Advanced 
Education 
Nursing 

$83,925 MM 
Advanced 
Education 
Nursing 

$83,925 MM for 
Advanced 
Education Nursing 

Title VmHRSABHPr 
Nursing Education 

Programs 

$242,387,000 

$231,948,000 

$251,099,000 

$251,099,000 

CDC/ Division of 

Healthcare Quality and 
Promotion 



Maintain level 
funding 

Maintain level 
funding 


The American Association of Nurse Anesthetists (AANA) is the professional association for the 
44,000 Certified Registered Nurse Anesthetists (CRNAs) and student nurse anesthetists 
practicing today. CRNAs deliver approximately 32 million anesthetics to patients each year in 
the U.S. CRNA services include administering the anesthetic, monitoring the patient's vital 
signs, staying with the patient throughout the surgery, and providing acute and chronic pain 

AANA 1 

House Appropriations Committee Labor, Healtfi and Human Servi<^, Education and Related Agencies Subcommittee 

March 29, 2012 
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management services. CRNAs provide anesthesia for a wide variety of surgical cases and ensure 
that rural medical facilities have access to obstetrical, surgical, and trauma stabilization, and pain 
management capabilities. In addition, CRNAs provide the lion’s share of anesthesia care 
required by our U.S. Armed Forces through active duty and the reserves. Nurse anesthetists are 
experienced and highly trained anesthesia professionals whose record of patient safety in the 
field of anesthesia was bolstered by the Instimte of Medicine report in 2000, which found that 
anesthesia is 50 times safer than in the 1980s. (Kohn L, Corrigan J, Donaldson M, ed. To Err is 
Human. Institute of Medicine, National Academy Press, Washington DC, 2000.) Nurse 
anesthetists continue to set for themselves the most rigorous continuing education and re- 
certification requirements in the field of anesthesia. Relative anesthesia patient safety outcomes 
are comparable among nurse anesthetists and anesthesiologists, with a 2010 Health Affairs 
article, “No Harm Found When Nurse Anesthetists Work without Supervision by Physicians” 
finding that adverse outcomes were no more prevalent in states that opted out of the Medicare 
physician supervision requirement of nurse anesthetists than those states that didn’t opt-out 
(Dulisse B, Cromwell J. No Harm Found When Nurse Anesthetists Work Without Supervision 
By Physicians. Health Aff. 2010;29(8): 1469- 1475). 

In addition, a study published in Nursing Research indicates that obstetrical anesthesia, whether 
provided by CRNAs or anesthesiologists, is extremely safe, and there is no difference in safety 
between hospitals that use only CRNAs compared with those that use only anesthesiologists. 
(Simonson, Daniel C et al. Anesthesia Staffing and Anesthetic Complications During Cesarean 
Delivery: A Retrospective Analysis. Nursing Research, Vol. 56, No. 1, pp. 9-17. 
January/February 2007). 

AANA 2 
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Importance of Title VIII Nurse Anesthesia Education Funding 

The nurse anesthesia profession’s chief request of the Subcommittee is for $4 million to be 
reserved for nurse anesthesia education and $83,925 million for advanced education nursing 
from the Title Vin program. We feel that this funding request is well justified, as we know that 
more baby boomers retiring will not only reduce our nurse workforce from retirements but will 
increase the demand fixrm an aging population requiring care. The Title VIII program is an 
effective means to help address the nurse anesthesia workforce demand. 

Increasing funding for advanced education nursing from $63.93 million in FY 2012 to $83,925 
million is necessary to meet the continuing demand for nursing faculty and other advanced 
education nursing services throughout the U.S. The program provides for competitive grants that 
help enhance advanced nursing education and practice and traineeships for individuals in 
advanced nursing education programs. 

There continues to be high demand for CRNA workforce in clinical and educational settings. 

Between 2000-2010, the number of nurse anesthesia educational program graduates doubled, 

with the Council on Certification of Nurse Anesthetists (CCNA) reporting 1,075 graduates in 

2000 and 2,375 graduates in 2010. This growth is leveling off somewhat, but is expected to 

continue. The demand for nurse anesthetists continues to rise. The problem is not that our 1 12 

accredited programs of nurse anesthesia are failing to attract qualified applicants. It is that they 

have to turn them away by the hundreds. The AANA has been working with the 1 12 accredited 

nurse anesthesia educational programs to increase the number of qualified graduates. To truly 

meet the nurse anesthesia workforce challenge, the capacity and number of CRNA schools must 

continue to grow. With the help of competitively awarded grants supported by Title VDI 

AANA 3 
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funding, the nurse anesthesia profession is making significant progress, expanding both the 
number of clinical practice sites and the number of graduates. 

The AANA is pleased to report that this progress is extremely cost-effective firom the standpoint 
of federal funding. Anesthesia can be provided by nurse anesthetists, physician anesthesiologists, 
or by CRNAs and anesthesiologists working together. As mentioned earlier, the Health Affairs 
study by Dulisse and Cromwell indicates the safety of CRNA care. Another study published 
recently in Nursing Economics indicates that costs of educating and training a CRNA from 
undergraduate education through graduate education is roughly 15% of the cost of educating and 
training an anesthesiologist (Hogan, PF, Seifert RF, Moore CS, Simonson BE, Cost 
Effectiveness Analysis of Anesthesia Providers, Nurs Econ. 2010;28(3): 150-169.) This study 
also found that among anesthesia delivery models, CRNAs acting independently provide 
anesthesia services at the lowest economic cost; costs for this model are 25% less than the 
second lowest cost model in which an anesthesiologist supervises six CRNAs. Nurse anesthesia 
education represents a significant educational cost-benefit for supporting CRNA educational 
programs with federal dollars vs. supporting other, more costly, models of anesthesia education. 

We believe the Subcommittee should allocate $4 million for nurse anesthesia education for 
several reasons. First, as this testimony has documented, the funding is cost-effective and 
needed. Second, this particular funding meets a distinct need not met elsewhere; nurse 
anesthesia for rural and medically underserved America is not affected by increases in the budget 
for the National Health Service Corps and community health centers, since those initiatives are 
for delivering primary and not surgical healthcare. Third, this funding meets an overall objective 
to increase access to quality healthcare in medically underserved America. 

AANA 4 
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Title Vlli Funding for Strengthening the Nursing Workforce 

The AANA joins The Nursing Community and the Americans for Nursing Shortage Relief 
(ANSR) Alliance in support of the Subcommittee providing a total of $251,099 million in FY 
2013 for nursing shortage relief through Title Vin. AANA asks that of the $251 .099 million, 
$83,925 million go to Advanced Education Nursing and $4 million go to nurse anesthesia. The 
AANA appreciates the support for nurse education funding in FY 2012 from this Subcommittee 
and from the Congress. In the interest of patients, we ask Congress to invest in CRNA and 
nursing educational funding programs. Quality anesthesia care provided by CRNAs saves lives, 
promotes quality of life, and makes fiscal sense. This federal support for Title VDI and 
advanced education nurses will improve patient access to quality services and strengthen the 
nation’s healthcare delivery system. 

Safe Injection Practices 

As a leader in patient safety, the AANA has been playing a vigorous role in the development and 
projects of the Safe Injection Practices Coalition, intended to reduce and eventually eliminate the 
incidence of healthcare facility acquired infections. Provider education and awareness, 
detection, tracking and response are all extremely important to preventing healthcare-associated 
infections. In the interest of promoting safe injection practice and reducing the incidence of 
healthcare facility acquired infections, we recommend the Committee maintain its level of 
funding for CDC’s Division of Healthcare Quality and Promotion so they can address outbreaks 
and promote innovative ways to adhere to injection safety and infection control guidelines. We 
also hope the committee will support the CDC’s efforts around provider education and patient 
awareness activities, as this issue transcends provider type and it’s important to educate all types 
of providers and patients alike. 

AANA 5 
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American Society 
of Plant Biologists 

Cultivating a better future through plant biology reJmrck 

Official Written Testimony in Support of the National Institutes of Health’s 
Fiscal Year 2013 Budget 

Subcommittee on Labor, Health and Human Services, Edueation, and Related Agencies 
Committee on Appropriations 
U.S. House of Representatives 
Washington, D.C. 

Submitted by 

Dr. Crispin Taylor, Executive Director, American Society of Plant Biologists 

March 29, 2012 

On behalf of the American Society of Plant Biologists (ASPB) we would like to thank the 
Subcommittee for its support of the National Institutes of Health (NIH). ASPB and its members 
recognize the difficult fiscal environment our nation faces, but believe investments in scientific 
research will be a critical step toward eeonomic recovery. ASPB asks that the Subcommittee 
Members encourage increased support for plant biology research within NIH; such research 
has contributed in innumerable ways to improving the lives of people throughout the world, 
ASPB is an organization of approximately 5,000 professional plant biology researchers, 
educators, graduate students, and postdoctoral scientists with members in all 50 states and 
throughout the world. A strong voice for the global plant science community, our mission — 
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achieved through work in the realms of research, education, and public policy — ^is to promote the 
growth and development of plant biology, to encourage and communicate research in plant 
biology, and to promote the interests and growth of plant scientists in general. 

Plant Biology Research and America’s Future 

Plants are vital to our very existence. They harvest sunlight, converting it to chemical energy for 
food and feed; they take up carbon dioxide and produce oxygen; and they are the primary 
producers on which all life depends. Indeed, plant biology research is making many fundamental 
contributions in the areas of domestic fuel security and environmental stewardship; the continued 
and sustainable development of better foods, fabrics, pharmaceuticals, and building materials; 
and in the understanding of basic biological principles that underpin improvements in the health 
and nutrition of all Americans. 

Despite the fact that foundational plant biology research underpins vital advances in 
practical applications in health, agriculture, energy, and the environment, the amount of money 
invested in understanding the basic function and mechanisms of plants is relatively small. This is 
especially true when considering the significant positive impact plants have on the nation’s 
economy and in addressing some of our most urgent challenges in health and nutrition. 

Understanding the importance of these areas and in order to address future challenges, ASPB 
organized the Plant Science Research Summit held in September 2011. With funding from the 
National Science Foundation, U.S. Department of Agriculture (USD A), Department of Energy, 
and the Howard Hughes Medical Institute, the Summit brought together representatives from 
across the full spectrum of plant science research to identify critical gaps in our understanding of 
plant biology that must be filled over the next ten years or more in order to address the grand 
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challenges facing our nation and our planet. The grand challenges identified at the Summit 
include: 

1 . To feed everyone well, now and in the future, advances in plant science research will be 
needed for higher yielding, more nutritious crop varieties able to withstand a variable 
climate. 

2. Innovations leading to improvements in water use, nutrient use, and disease and pest 
resistance that reduce the burden on the environment are needed and will allow for improved 
ecosystem services, such as clean air, clean water, fertile soil, and biodiversity benefits, such 
as pest suppression and pollination. 

3. To fuel the future with clean energy - and to ensure that our nation meets its fuel 
requirements - improvements are needed in current biofuels technologies, including 
breeding, crop production methods, and processing. 

4. For all the benefits that advances in plant science bestow, to have lasting, permanent benefit 
they must be economically, socially, and environmentally sustainable. 

In spring 2012, a report from the Plant Science Research Summit will be published. This report 
will further detail priorities and needs to address the grand challenges. 

Plant Biology and the National Institutes of Health 

The mission of the NIH is to pursue “fundamental knowledge about the nature and behavior of 
living systems and the application of that knowledge to extend healthy life and reduce the 
burdens of illness and disability.” Plant biology research is highly relevant to this mission. 

Plants are often the ideal model systems to advance our “ fundamental knowledge about 
the nature and behavior of living systems,” as they provide the context of multi-cellularity while 
affording ease of genetic manipulation, a lesser regulatory burden, and inexpensive maintenance 
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requirements than the use of animal systems. Many basic biological components and 
mechanisms are shared by both plants and animals. For example, a property known as RNA 
interference, which has potential application in the treatment of human disease, was first noted in 
plants. Upon further elucidation in other plants and animals, this research earned two American 
scientists, Andrew Fire and Craig Mello, the 2006 Nobel Prize in Physiology or Medicine. 

Health and Nutrition - Plant biology research is also central to the application of basic 
knowledge to “ extend healthy life and reduce the burdens of illness and disability.” Without 
good nutrition, there caimot be good health. Indeed, a World Health Organization study on 
childhood nutrition in developing countries concluded that over 50% of the deaths of children 
less than five years of age could be attributed to malnutrition’s effects in exacerbating common 
illnesses such as respiratory infections and diarrhea. Strikingly, most of these deaths were not 
linked to severe malnutrition but only to mild or moderate nutritional deficiencies. Plant biology 
researchers are working today to improve the nutritional content of crop plants by Increasing the 
availability of nutrients and vitamins such as iron, vitamin E, and vitamin A. 

By contrast, obesity, cardiac disease, and cancer take a striking toll in the developed 
world. Research to improve the lipid composition of plant fats and efforts to optimize 
concentrations of plant compounds that are known to have anti-carcinogenic properties, such as 
the glucosinolates found in broccoli and cabbage, and the lycopenes found in tomato will help in 
addressing these concerns. Ongoing development of crop varieties with tailored nutraceutical 
content is an important contribution that plant biologists are making toward realizing the goal of 
personalized medicine, especially personalized preventative medicine. 

Drug Discovery - Plants are also fundamentally important as sources of both extant 
drugs and drug discovery leads. In fact, over 10% of the drugs considered by the World Health 
Organization to be “basic and essential” are still exclusively obtained from flowering plants . A 
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recent example of the importance of plant-based pharmaceuticals is the anti-cancer drug taxol, 
which was discovered as an anti-carcinogenic compound from the bark of the Pacific yew tree 
through collaborative work involving scientists at the NIH National Cancer Institute and plant 
biologists at the USD A. Originally, taxol could only be obtained from the tree bark itself, but 
additional research led to the elucidation of its molecular structure and eventually to its chemical 
synthesis in the laboratory. Taxol is just one example of the estimated 200,000 secondary plant 
compounds that will continue to provide a fruitful source of new drug leads, particularly if 
collaborations such as the one described above can be fostered and funded. With additional 
research support from NIH, plant biologists can lead the way to developing new medicines and 
biomedical applications to enhance the treatment of devastating diseases. 

Conclusion 

The NIH does recognize that plants help serve its mission. However, because the boundaries of 
plant biology research are permeable and because information about plants integrates with many 
different disciplines that are highly relevant to NIH, ASPB asks the Subcommittee to provide 
direction to NIH to support additional plant biology research in order to help pioneer new 
discoveries and new methods in biomedical research. 

Thank you for your consideration of our testimony on behalf of the American Society of Plant 
Biologists. For more information about ASPB, please see www.asob.org . 

Dr. Crispin Taylor 
Executive Director 
American Society of Plant Biologists 
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Written Comments on tiie FY2013 Budget submitted to before tihe House Committee on 
Appropriations, Subcommittee on Labor, Health and Human Services, Education and Related 

Agencies 

The Honorable Dennis Rehbei^g (R-MT), Chair and The Honorable Rosa DeLauro (D-CT), 

Ranking 

Thursday, March 29* 2012 

On behalf of the over 50 million Americans— or one and five adults who live with die heavy burden of 
arthritis — the pain, disabUity, cost and more; The Arthritis Foundation would like to provide 
recommendations for the Labor Health and Human Services (Labor HHS) Budget for Fiscal Year (FY) 
2013. 

The Arthritis Foundation is committed to raising awareness and reducing the unacceptable impact of 
arthritis, which strikes one in every five adults and 300,000 children, and is die nation’s leading cause 
of disability. To conquer this painful, debilitating disease, we support education, research, advocacy 
and other vital programs and services. 

The Arthritis Foundation would like to comment on three specific agencies of jurisdiction of the Labor 
HHS Appropriations Subcommittee, tbe National Institutes of Health (NIH) and in particular the 
National Institute of Arthritis and Musculoskeletal and Skin Diseases (NIAMS), the Health Services 
Resources Administration (HRSA) and the Centers for Disease Control (CDC). 

SUMMARY REQUEST -ARTHRITIS RELATED FUNDING 
The Arthritis Foundation strongly recommends that funding research funding at the National 
Institutes of Health and specifically at the National Institute of Arthritis and Musculoskeletal and Skin 
Diseases (NIAMS) should both be increased at least 4.5% which would be the minimum level to 
maintain current research and account for inflation. NIH funding should be allocated $32B for FY 2013 
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and NIAMS should be ftinded at $SS9M to fund critical research on arthritis and other related diseases 
at the Institute. For the over 300,000 children with Juvenile Arthritis QA), access to a pediatric 
rheumatologist in most states is a challenge. A HRSA report to Congress in 2007 highlighted the lack of 
a pediatric rheumatologist for most children with juvenile arthritis; in feet, many states have less than 
two pediatric rheumatologists who treat these patients. The Arthritis Foundation strongly urges 
Congress to support the President's budget allocation of $5M significantly less than the $30M 
authorized to support loan repayment for pediatric specialists. Finally, the President once again 
proposes to consolidate the Center for Disease Control's (CDC) disease programs including the CDC 
Arthritis Program into one chronic disease program. Last year Congress rejected a similar proposal, 
and the Arthritis Foundation continues to have concerns about consolidation. We instead request that 
Congress provide an increase ($10M) to expand the CDC Arthritis Program to $23M for FY 2013. 

These additional funds would allow the Program to expand to ten additional states. 

ARTHRITIS RELATED RESEARCH INVESTMENTS AT THE NA-fiONAL INSTITUTES OF HEALTH 
(NIH): FUDNING FOR TTIE NATIONAL INSTTUTE OF ARTHRITIS AND MUSCULOSKELETAL AND 

SKIN DISEASES (NIAMS) 

Research holds the key to preventing, controlling, and curing arthritis, the nation's leading cause of 
disability. The prevalence, impact and disabling pain continues to increase. 50 million Americans— 
one in five adults — have arthritis now. Within 20 years, the Centers for Disease Control and Prevention 
(CDC) estimate 67 million adults or 25% of the population will have arthritis. Arthritis limits the daily 
activities of 21 million Americans and accounts for $128 billion annually in economic costs. The 
National Institute of Arthritis and Musculoskeletal and Skin Diseases (NIAMS) supports research into 
the causes, treatment, and prevention of arthritis and musculoskeletal and skin diseases. The critical 
research done at NIAMS improves the quality of life for people with arthritis and decreases the overall 
burden of the disease. Two examples include; 
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• Cartilage regeneration studies for patients with osteoarthritis (OA), which afflicts 27 million 
Americans. This innovation could lead to the first disease-reversing drug to be available for 
patients with OA. 

• A randomized, controlled trial on effectiveness of daily calcium supplementation for increasing 
bone mineral density in children with JA The trial found that supplementation resulted in a small, 
but statically significant, increase in total body mineral density compared with a placebo in children 
wlthJA. 

The Arthritis Foundation recommends at least $32B for FY 2013 ($559M for NIAMS) representing a 
4.5% Increase in funding, the minimum level to maintain current research and account for inflation. 

HRSA PEDIATRIC SUBSPECIALITY LOAN REPAYMENT PROGRAM 

Juvenile arthritis is one of the most common childhood diseases, affecting more children than cystic 
fibrosis and muscular dystrophy. Currently, there are less than 250 pediatric rheumatologists in the 
United States and about 90 percent of those are clustered in and around large cities. Pediatric 
rheumatology has one of the smallest numbers of doctors of any pediatric subspecialty. Of those 
children with juvenile arthritis, only one-fourth see a pediatric rheumatologist due to their scarcity. 

The other 75% of juvenile arthritis patients see either pediatricians (who tend not to be trained in how 
to care for juvenile arthritis] or adult rheumatologists, who aren't trained to deal with pediatric 
issues. Issues such as whether it's the stunted bone growth that can result from arthritis and its 
treatment, or the unwillingness of an adolescent to take his medicine. There are currently six states 
that do not have a single practicing pediatric rheumatologist and eight states with only one pediatric 
rheumatologist 

The pediatric subspecialty loan repayment program was authorized by Section 5203 of the Affordable 
Care Act (ACA) in March 2010. The program would incentivize training and practice in pediatric 
medical subspecialties, like pediatric rheumatology, in underserved areas across the United States. The 
program would offer up to $35,000 in loan forgiveness for each year of service for a maximum of three 
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years. The program was authorized for $30 million for FY 2010 throu^ FY 2014, but has yet to be 
appropriated any funding. The Arthritis Foundation supports the President’s request of $S 
million dollars to fund the Pediatric Subspecialty Loan Repayment Program. 

CENTER FOR DISEASE CONTROL: CDC ARTHRITS PROGRAM 

Arthritis is a complex family of more than 100 different diseases or conditions that destroys joints, 
bones, muscles, cartilage and other connective tissues, hampering or halting physical movement. It is 
the most common cause of disability in the United States, striking people of all ages, races and 
ethnicities and currently affects 1 in 5 Americans. Its impact on the economy is about $128 billion 
including over $81 billion in direct costs for expense like physicians visits and surgical interventions. 
The goal of the CDC Arthritis Program is to improve the quality of life for people affected by arthritis 
and other rheumatic conditions by working with states and other partners to [1 j increase awareness 
about appropriate arthritis self-management activities, (2) expanding the reach of programs proven to 
improve the quality of life for people with arthritis and (3) decrease the overall burden of arthritis as 
well as its associated disability, work and activity limitations. 

Overall, the Foundation supports the public health community recommendation to fund the CDC at 
$7.8B for FY 2013. Unfortunately, the Foundation has concerns about the CDC Arthritis Program. The 
President's budget for FY 2013 again, proposes to combine existing chronic disease programs 
[including those for diabetes, heart disease, arthritis, stroke and cancer) into a single consolidated 
program. Last year Congress rejected a similar proposal, and the Arthritis Foundation continues to 
have concerns about consolidation. With the rising burden of arthritis and other chronic diseases, 
along with the mounting fiscal pressures your panel faces, now is not the time to undermine the 
extensive arthritis public health infrastructure which has been erected across the country. 

We instead request that Congress provide a slight increase ($10M) to expand the CDC Arthritis 
Program to $23M for FY 2013. These additional hinds would allow the Program to expand to 
ten additional states. Additional funding would allow the CDC Arthritis Programs to expand into ten 
new states. These state-based programs would (1) increase evidence based interventions, such as the 
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Arthritis Foundation’s Walk with Ease Program, into more communities; (2) reach diverse populations 
by funding partnership activities; and (3} support the OA Action Alliance, a coalition committed to 
elevating OA as a national priority. www.oaactinnaHiance.nrg . 

The Arthritis Foundation appreciates the opportunity to provide recommendations to the House Labor 
Health and Human Services Committee on recommendations for FY2013. 

If you have questions about these comments please don’t hesitate to contact the Arthritts Foundation. 
Questions about HRSA requests — Kim Beer, Director, Government Relations, kbeer@3rthritis.Qrg 
/202.887.2918 or Maria Spencer, Director, Federal Affairs for NIH/CDC 
mspencer@artliritis.org/202.887.2912 
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alzheinfier’s association 

Testimony of the Alzheimer’s Association 
Fiscal Year 2013 Appropriations for Alzheimer’s-reiated Activities 
at the U.S. Department of Health and Human Senrices 

Subcommittee on Labor, Health and Human Sendees, Education and Related Agencies 
Committee on Appropriations 
United States House of Representatives 

March 29, 2012 

The Alzheimer’s Association appreciates the opportunity to comment on the Fiscal Year (FY) 2013 appropriations for 
Alzheimer’s disease research, education, outreach and support at the U.S. Department of Health and Human Services. 

Founded in 1980, the Alzheimer’s Association is the vrarld's leading voluntary health organization in Alzheimer’s care, 
support and research. Our mission is to eliminate Alzheimer’s disease and other dementias through the advancement of 
research; to provide and enhance care and support for all affected; and to reduce the risk of dementia through the promotion of 
brain health, As the largest, private non-profit funder of Alzheimer’s research, the Association is committed to accelerating 
progress of new treatments, preventions and ultimately, a cure. Through our partnerships and funded projects, we have been part 
of every major research advancement over the past 30 years. T oday, the Association works on a global level to enhance care 
and support for all those affected by Alzheimer’s and reaches millions of people affected by Alzheimer’s, and their caregivers, 
through our national office and more than 70 local chapters and service areas. 

Alzheimer's Impact on the American People and Economy 

In addition to the human suffering caused by the disease, Alzheimer’s is creating an enormous strain on the health care 
system, families and the federal budget. Alzheimer's is a progressive brain disorder that damages and eventually destroys brain 
cells, leading to loss of memory, thinking and other brain functions. Ultimately, Alzheimer’s is fatal. Currently, Alzheimer’s is the 
sixth leading cause of death in the United States and the only one of the top 10 without a means to prevent, cure or slow its 
progression. Today, there are 5.4 million Americans living with Alzheimer’s— 5.2 million aged 65 and over, and 200,000 under the 
age of 65, ’ Of Americans aged 65 and over, one in eight has Alzheimer’s, and nearly half of people aged 85 and older have the 


' Alzheimer's Association, 2012 Alzheimer’s Disease Facts and Figures, Alzheimer's * Dementia, Volume 8, Issue 2. 

the compassion to care, the leadership to conquer 
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disease. White deaths from other major diseases, including heart disease, stroke and HIV continue to experience significant 
declines, those from Alzheimer’s have increased 66 percent between 2000 and 2008. 

Although Alzheimer’s is not normal aging, age is the biggest risk factor, which means the graying of America equates to the 
bankrupting of America. With the first of the baby boomer generation now turning 65, the U.S. population aged 65 and over is 
expected to double, meaning there will be more and more Americans living virith Alzheimer’s— as many as 16 million by 2050, 
when there will be nearly 1 million new cases each year. Caring for people with Alzheimer's will cost all payers - Medicare, 
Medicaid, individuals, private insurance, and HMOs --$20 trillion over the next 40 years. In 2012, America will spend an estimated 
$200 billion in direct costs caring for those with Alzheimer’s, including $140 billion in costs to Medicare and Medicaid, Average 
per person Medicare costs for those with Alzheimer’s and other dementias are three times higher than those without these 
conditions. Medicaid spending is 19 times higher. Moreover, Alzheimer’s makes treating other diseases mote expensive, as most 
individuals with Alzheimer’s have one or more co-morbidity that complicate the management of the condition(s) and increase 
costs. For example, a senior with diabetes and Alzheimer’s costs Medicare 81 percent more than a senior who only has diabetes. 
Nearly 30 percent of people with Alzheimer’s or another dementia who have Medicare also have Medicaid coverage, compared 
with 1 1 percent of individuals without dementia or Alzheimer’s. Alzheimer’s disease is also extremely prevalent among dual- 
ellgibles In nursing homes, where 64 percent of residents live with the disease. Unless something is done, the costs of 
Alzheimer's in 2050 are estimated to total $1.1 trillion (in today's doilars).^ Costs to Medicare and Medicaid will increase nearly 
500 percent and there will be a 400 percent increase in out-of-pocket costs. 

With Alzheimer’s, it is not just those with the disease who suffer - it is also their caregivers and families. In 201 1 , 1 5.2 
million family members and friends provided unpaid care valued at over $210 billion. Caring for a person with Alzheimer’s takes 
longer, lasts longer, is more personal and intrusive, and takes a heavy toll on the health of the caregivers themselves. More than 
60 percent of Alzheimer's and dementia caregivers rate the emotional stress of caregiving as high or very high; with one-third 
reporting symptoms of depression. Caregiving may also have a negative impact on health, employment, income and family 
finances. Due to the physical and emotional toll of caregiving on their own health, Alzheimer’s and dementia caregivers had $8.7 
billion in additional health care costs in 201 1 . 

Changing the Trajectory of Alzheimer's 


^ Alzheimer's Association, Changing the Trajeaoiy of Alzheimer's Disease: A National Imperative, 2010. 
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Until recently, there was no strategy on how to address this looming crisis. In 2010, thanks to bipartisan support in 
Congress, the National Alzheimer's Project Act (NAPA) (P.L 1 1 1-375) passed unanimously, requiring the creation of an annually- 
updated strategic National Alzheimer’s Plan (Plan) to help those with the disease and their families today and to change the 
trajectory of the disease for the future. The Plan is required to include an evaluation of all federally-funded efforts in Alzheimer’s 
research, care and services - along with their outcomes. In addition, the Plan must outline priority actions to reduce the financial 
impact of Alzheimer’s on federal programs and on families; improve health outcomes for all Americans living with Alzheimer’s; 
and improve the prevention, diagnosis, treatment, care, institutional-, home-, and community- based Alzheimer’s programs for 
individuals with Alzheimer’s and their caregivers. NAPA will allow Congress to assess whether the nation is meeting the 
challenges of this disease for families, communities and the economy. Through its annual review process, NAPA will, for the first 
time, enable Congress and the American people to answer this simple question: Did we make satisfactory progress this past year 
in the fight against Alzheimer's? 

As mandated by NAPA, the Secretary of Health and Human Services, in collaboration with the Advisory Council on 
Alzheimer's Research, Care, and Services, is developing the first-ever Pian to be transmitted to Congress later this Spring. The 
Advisory Council, made of both federal members and expert non-federal members, is an integral part of the planning process as 
it advises the Secretary in developing and evaiuating the annual Plan, makes recommendations to the Secretary and Congress, 
and assists in coordinating the work of federal agencies involved in Alzheimer's research, care, and services. In advance of the 
first Plan, the President’s FV 201 3 budget request included $80 million for Alzheimer’s research and $20 million for education, 
outreach and support. These funds are a critically needed down payment for needed research and services for Alzheimer’s 
patients and their families, 

A disease-modifying or preventative therapy would not only save millions of lives but would save billions of dollars in health 
care costs. Specifically, if a treatment became available in 201 5 that delayed onset of Alzheimer’s for five years (a treatment 
similar to anti-cholesterol drugs), savings would be seen almost immediately, with Medicare and Medicaid spending reduced by 
$42 billion in 2020. Today, despite the remarkable advances in Alzheimer's research, there are growing concerns that we still 
lack effective treatments that will slow, stop, or cure the disease and that the pace of progress in understanding the disease and 
developing breakthrough discoveries is much too slow to make any impact on the growing crisis before us. Currently, for every 
$28,000 Medicare and Medicaid spends caring for individuals virith Alzheimer’s, the National Institutes of Health (NIH) spends 
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only $100 on Alzheimer’s research. Scientists fundamentally believe that we have the ideas, the technology and the will to 
develop new Alzheimer's interventions, but that progress depends on a prioritized scientific agenda and on the resources 
necessary to carry out the scientific strategy for both discovery and translation for therapeutic development. The Alzheimer's 
Association urges Congress to support the President's budget request of $80 million for Alzheimer's research at the 
National Institutes of Health in FY13, and the priority research recommendations included in the National Alzheimer's 
Plan required under P.L. 111-375. 

For too many Individuals with Alzheimer’s and their families, the system has failed them, and today we are unnecessarily 
losing the battle against this devastating disease. Despite the feet that an eariy and documented formal diagnosis allovra 
individuals to participate in their own care planning, manage other chronic conditions, participate in clinical trials, and ultimately 
alleviate the burden on themselves and their loved ones, as many as half of the 5.4 million Americans with Alzheimer’s have 
never received a formal diagnosis. Unless we invest in an effective dementia-capable system that finds new solutions to providing 
high quality care, provides community support services and programs, and addresses Alzheimer's health disparities, Alzheimer’s 
will break the health cane system. For example, people with Alzheimer’s and other dementias have more than three times as 
many hospital stays as other older people. Furthermore, one out of seven individuals with Alzheimer’s or another dementia lives 
alone and up to half do not have an identifiable caregiver. These individuals are more likely to need emergency medical services 
because of self-neglect or injury, and are found to be placed into nursing homes earlier, on average, than others with dementia. It 
has been estimated that delaying long-term care by one month for each person in the US age 65 or older could save $60 billion a 
year. Ultimately, supporting individuals with Alzheimer’s disease and their families and caregivers requires giving them the tools 
they need to plan for the future and ensuring the best quality of life for individuals and families impacted by the disease. The 
Alzheimer’s Association urges Congress to support the President's budget request of $20 million for Alzheimer's 
education, outreach and support at the Administration on Aging (AoA) in FY13, and the priorities included in the 
National Alzheimer's Plan required under P.L. 111-375. 
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Additional Alzheimer's programs: 

National Alzheimer's Call Center: The National Alzheimer’s Call Center, funded by the AoA, provides 24/7, year-round 
telephone support, crisis counseling, care consultation, and infomnation and referral sendees in 140 languages for persons with 
Alzheimer’s, their family members and informal caregivers. T rained professional staff and master’s-level mental health 
professionals ate available at all times. In the 1 2 month period ending July 31 , 201 1 , the Call Center handled over 300,000 calls 
through its national and local partners, and its online message board received over 13 million page views and over 100,000 
individual postings. The Alzheimer's Association urges Congress to support $1.3 million for the National Alzheimer's Call 
Center. 

Healthy Brain Initiative (HBI): The Centers for Disease Control and Prevention's (CDC) HBI program works to educate the 
public, the public health community and health professionals about Alzheimer’s as a public health issue. Although there are 
currently no treatments to delay or stop the deterioration of brain cells caused by Alzheimer’s, evidence suggests that preventing 
or controlling cardiovascular risk factors may benefit brain health. In light of the dramatic aging of the population, scientific 
advancements in risk behaviors, and the growing awareness of the significant health, social and economic burdens associated 
with cognitive decline, the federal commitment to a public health response to this challenge is imperative. The Alzheimer’s 
Association urges Congress to support $2.2 million for the Healthy Brain Initiative. 

Alzheimer's Disease Supportive Services Program (ADSSP): The ADSSP at the AoA supports family caregivers who 
provide countless hours of unpaid care, thereby enabling their family members with Alzheimer's and dementia to continue living 
in the community. The program develops coordinated, responsive and innovative community-based support service systems for 
individuals and families affected by Alzheimer’s. The Alzheimer’s Association urges Congress to support $11,441 million for 
the Alzheimer's Disease Supportive Services Program. 

Conclusion 

The Association appreciates the steadfast support of the Subcommittee and its priority setting activities. We look fororard to 
continuing to work with Congress in order to address the Alzheimer’s crisis. We ask Congress to address Alzheimer’s vwth the 
same bipartisan collaboration demonstrated in the passage of the National Alzheimer’s Project Act (P.L. 111-375) and with a 
commitment equal to the scale of the crisis. 



March 7, 2012 


The Honorable Denny Rehberg 
Chairman 

House Appropriations Committee-Labor, Health and Human Services, Education, 
and Related Agencies Subcommittee 
2358 Rayburn House Office Building 
Washington, DC 20515 

The Honorable Rosa DeLauro 
Ranking Member 

House Appropriations Committee-Labor, Health and Human Services, Education, and Related Agencies 
Subcommittee 

2413 Rayburn House Office Building 
District of Columbia 205 1 5 

Dear Chairman Rehberg and Ranking Member DeLauro: 


AIMS. 

bringing People and Services Tbgethcr 


The Alliance of Information and Referral Systems (AIRS) thanks you for providing the opportunity to submit 
testimony as you consider an FY 2013 Labor-HHS, Education Appropriations bill. AIRS is the national voice 
of Information and Referral/Assistance (I&R/A) and includes a membership of over 1 ,200 I&R/A providers in 
both public and private organizations, which includes 2-1-1 providers. Six of our providers are located in 
Montana and four are in Connecticut. Our primary puipose for submitting this testimony is to urge you to 
support Title lUB-Supporfive Services funding of the Older Americans Act (OAA) as this provides federal 
funding to the states for I&R/A. 


As you know, in the President’s FY 201 1 and FY 2012 budget, an increase of $48 million was proposed for 
Title IIIB of the OAA. AIRS was disappointed that an increase to IIIB was not recommended in the President’s 
FY 2013 budget. Given the economic climate, Information and Referral/Assistance (I&R/A) is a lifeline, 
bringing people and services together. Last year, AIRS members answered about 25 million calls for help. A 
top focus of the calls included housing, food, caregiver support, mental health, health care, transportation, 
employment, education and disaster services. 

Alliance of Information & Referral Systems 

1240 Waples Mill Road, Suite 200 • Fairfax, VA 22030 • 703/218-2477 (AIRS): Fax 703/359-7562 • mw.airs.org 
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Comprehensive and specialized I&R/A programs help people in every community and operate as a critical 
component of the health and human services delivery system. I&R/A organizations have databases of programs 
and services and disseminate information through a variety of channels to individuals and communities. 

While our preference is for an increase of $48 million to be reflected in this year’s appropriations, at a 
minimum, we encourage you to maintain the funding level of $367 million for Title III B of the Older 
Americans Act. Thank you for your consideration as well as the opportunity to submit this testimony. 

Respectfully Submitted, 

Robert B. Blancato 


Alliance of Information & Referral Systems 

1240 Waples Mill Road, Suite 200 • Fairfax, VA 22030 • 703/218-2477 (AIRS); Fax 703/359-7562 • www.airs.org 
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FY 2013 AIDS United Written Testimony for the Subcommittee on Labor, Health and 
Human Services, Education, and Related Agencies of the Committee on Appropriations 

U.S. House of Representatives 

On behalf of AIDS United and our diverse partner organizations I am pleased to submit this 
testimony to the Members of this Subcommittee on the urgency of needed funding for the Fiscal 
Year (FY) 2013 domestic HIV/AIDS portfolio. AIDS United is a national organization that 
seeks to end the AIDS epidemic in the United States by combining private-sector fundraising, 
philanthropy, coalition building, public policy expertise, and advocacy — as well as a network of 
passionate local and state partners — to respond effectively and efficiently to the HIV/AIDS 
epidemic in the communities most impacted by the epidemic. Through its unique Community 
Partnerships program. Public Policy Committee and targeted special grant-making initiatives, 
AIDS United represents over 400 grassroots organizations. These organizations provide HIV 
prevention, care, treatment, and support services to underserved individuals and populations 
most impacted by the HIV/AIDS epidemic including communities of color, women and gay and 
bisexual men and men who have sex vrith men (MSM) as well as education and training to 
providers of treatment services. 

I write to request increased funding for the domestic HIV/AIDS portfolio in Fiscal Year 2013 
(FY13) to help reach the National HIV/AIDS Strategy (NHAS) vision: “The United States will 
become a place where new HIV infections are rare and when they do occur, every person, 
regardless of age, gender, race/ethnicity, sexual orientation, gender identity, or socio-economic 
circumstance, vrill have unfettered access to high quality, life extending care, free from stigma 
and discrimination.” To reach this vision, NHAS states three primary goals on which we must 
focus our efforts. 
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The first NHAS goal calls for: “Reducing the number of people who become infected with 
HIV.” To continue progress in achieving this goal, the Centers for Disease Control and 
Prevention’s (CDC) National Center for HIV/AIDS, Viral Hepatitis, STD, and TB Prevention 
(Center) needs to be funded at the HIV/AIDS community’s request of $1,794 billion to ensure 
that prevention messages can be targeted to reach hard to reach populations who do not believe 
they are vulnerable to HIV infection as well as the approximately 20% of HIV positive 
individuals who are unaware of their HIV status. President Obama’s FY 13 request for the 
Center is an increase of $36 million; AIDS United feels this is the minimum amount that must be 
incorporated this year. According to the CDC, the estimated return on investment for CDC 
dollars spent has been 350,000 HIV infections averted and $125 billion in direct medical costs 
saved. Preventing an HIV infection is less costly than treating HIV disease. 


AIDS United draws the subcommittee’s attention to an important HIV prevention policy issue 
that does not require direct funding. We urge the sub-committee to include syringe access 
language that was enacted into law in FY 2010 and FY 2011. Unfortunately, FY 2012 restored 
an obsolete rider that bans the use of federal funds for syringe exchange despite clear evidence 
that syringe exchange programs reduce HIV and hepatitis C infections and reduce substance 
abuse as well. The FY 201 1 language states that federal funding may be used for syringe 
exchange programs unless local public health or local law enforcement authorities deem a site to 
be “inappropriate.” This language best ensures authentic local control and lets local 
communities make their own decisions about how best to prevent new HIV and hepatitis 
infections. 

“Increasing access to care and optimizing health outcomes for people living with HIV” is the 
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second NBAS primary goal. The CDC estimates that 1.2 million people are living with HIV in 
the United States. All of these individuals need to have access to care, but since HIV disease is 
often a disease of poverty many HIV positive individuals are uninsured or underinsured. The 
Ryan White HIV/AIDS Program is the payer of last resort for nearly 600,000 people living with 
HIV/AIDS. It is crucial that this program get a substantial increase from this subcommittee. The 
community believes an increase of $483 million is needed to address all parts of the program, but 
the Ryan White program must receive at least the President’s FY 13 request of $ 80 million plus 
an additional $8 million to restore cuts made to the program’s Part D, which serves women, 
infants, children, youth, and their families. 

Another component of the Ryan White Program that is important for increasing access to care is 
the AIDS Drug Assistance Program (ADAP). ADAP provides medications for treating people 
with HIV who cannot access Medicaid or private health insxuance. As of Mar. 22, 2012, 1 1 
state ADAPs had waiting lists of 3,557 individuals. While we acknowledge the President’s 
request for an increase of $66.7 million for ADAP, AIDS United urges the subcommittee to 
provide and F Y 1 3 increase of $ 1 90 million for this vital, life-saving program. 

Addressing workforce issues is important to achieving the goal of increasing access to care and 
improving health outcomes. The AIDS Education and Training Centers (AETCs), a component 
of Part F of the Ryan White Program, supports workforce development and training for doctors, 
advanced practice nurses, physicians’ assistants, nurses, oral health professionals, and 
pharmacists about HIV treatment, HIV testing, viral hepatitis, and other HIV co-morbidities. 
AIDS United urges the subcommittee to provide a total of $42.2 million for Ryan White Part 
F/AETCs, an increase of $7.7 million over the FY 2012 funding level. 
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The third NHAS goal calls for reducing HIV-related health disparities. Racial and ethnic 
communities continue to be impacted disproportionately and at disturbing rates. The impact on 
black women and gay and bisexual men of color is particularly alarming. The Minority 
HIV/AIDS initiative (MAI) benefits African American, Latino, Asian and Pacific Islander, and 
Native American and Alaska Native communities across the country. It is essential that the MAI 
be fully funded in FY 13 at $610 million. 

The Social Innovation Fimd (SIF), administered by the Corporation for National and Community 
Service, leverages federal and private resources to support innovative community-based 
programs that work in improving economic opportunity and healthy futures. SIF funded sites 
across the country have used $95 million in federal investments to leverage $250 million of 
additional private support. AIDS United partners are using SIF to expand access to care, 
improve individual health outcomes, and strengthen local service systems to connect 
marginalized individuals living with HIV to high quality supportive services and health care. 
AIDS United urges the subcommittee to provide a total of $70 million for SIF, an increase of 
$20 million over the FY 2012 funding level. 

AmeriCorps, also administered by the Corporation for National and Community Services, 
provides opportunities for over 70,000 individuals to make an intensive commitment to 
community service to meet critical needs in education, public safety, and health. Participants in 
AIDS United’s AmeriCorps Program deliver vital HIV-related services and resources while 
training the next generation of HIV/AIDS leaders. AIDS United urges the subcommittee to 
maintain the FY 2012 funding level for AmeriCorps. 

After nearly 3 1 years, the HIV epidemic is a continuing crisis in the United States. Progress that 

has been made, however, has enabled more and more people to speak of an end of AIDS in 

America. We can achieve that by expanding resources for domestic HIV prevention, care and 

4 
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treatment, and research efforts to meet the goals of the National HIV/ AIDS Strategy. On behalf 
of its partner organizations and the many thousands of HIV positive Americans 
and those affected by HIV who they serve, AIDS United, urges the subcommittee to consider 
and support the FY 2013 fimding levels that we have outlined. 


Thank you. 

Ronald Johnson 

Vice President for Policy and Advocacy 
AIDS United 

1424 K Street, NW, Suite 200 
Washington, DC 20005 
Phone: (202) 408-4848, ext. 246 
riohnson@.aidsunited.org 


Additional Contact: 

Donna Crews 

Director of Government Affairs 
AIDS United 

1424 K Street, NW, Suite 200 
Washington, DC 20005 
202-408-4848 ext. 248 
dcrews@,aidsuni ted.org 
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TESTIMONY OF 
MARY A VITALE, PRESIDENT 
BELLEFONTAINE PARENTS ASSOCIATION 
1335 Redbird Drive Florissant Mo 63031 314-831-5662 mvitale50@charter.net 

March 29, 2012 

U.S. HOUSE OF REPRESENTATIVES COMMITTEE ON APPROPRIATIONS/ 

Labor, Health and Human Services, Education, and Related Agencies 

Re: "OBJECTIONS TO/FUNDING FOR DHHS/ADM ON CHILDREN & 
FAMILIES/DEVELOPMENTALY DISABLED ACT PROGRAMS 

Chairman Denny Rehberg and Committee Members: 

Thank you for the opportunity to submit written testimony regarding 

appropriations for the Department of Health and Human Services, specifically those 

allocated to implementing DD Act programs. 

Families in Missouri strongly object to some of the activities of the Developmental 

Disabilities Act (DD Act) programs, which include the National Network of University 

Centers for Excellence, Protection and Advocacy Systems, and State Planning 

Councils. Some of the federal funds are being misused to carry out a misguided, 

harmful ideology-driven agenda: the forced removal of vulnerable persons like my 

brother from their Intermediate Care Facilities for persons with Mental Retardation 

(ICF/MR) homes. Many times these individuals, such as my brother, also have multiple 

physical impairments, severe behavior challenges, and ongoing medical conditions. It 

is only because of such facilities that my brother is able to attain and maintain the 

highest level of his God-given abilities. 

In fact, several families who have come to habilitation centers from the 

community for crisis services are thrilled with the care received, and comment that their 

loved ones are doing better than they have done in several years because of all the 
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specialized supports located on one campus! They want their family member to stay at 
a habilitation center! 

Clear examples of activities that misuse these federal funds here in Missouri 
are: 


1 . The Missouri Protection and Advocacy agency and the Missouri Planning 
Council caused the closing of the Nevada Habilitation Center by asking Medicaid 
officials not to approve plans for new buildings on the Nevada campus. These plans 
were developed with the cooperation of the Missouri Department of Health, the Missouri 
legislature, and the Nevada Family Association. These plans were denied waiver 
funding through Medicaid because the buildings were to be on the campus grounds. 
Families are devastated and extremely fearful for the lives of their loved ones. 

2. The Missouri and Protection and Advocacy agency sent out letters to families 
of residents of habilitation centers saying there was abuse happening. In fact there was 
no real abuse being investigated. Their interpretation of abuse is: if you live in a 
habilitation center, that is abuse! Families were appalled at these scare tactics in order 
to get residents to move out. 

3. The Missouri Planning Council had an ad in the St. Louis Post Dispatch saying 
guardians were keeping their family members in a prison because they lived in a habilitation 
center. This was also on their website for several years. This ad is below. 



Missouri spends over $100,000,000 each year 
to keep people who have committed no crime 
locked away from society. 


The real crime here is thinking that it’s necessary. 

that placini* KflOO Missourians with dcvclopmcnu! 
thsal^ildei; m habjHtariim cciticrs ishcst for them, h s sm^ply nor true. Mov ini’ 
pcs^c iriwn imt]tutH>n$ lo a contmimitv scninij ijcncraHy k-atls to a tscnct 
qmiiiy «if 6lV, w’hSc taxpjw'crs milikms of dt,*Uars. 

Be aware. Get involved. Find out more. Visit us at www.mpcdd.cora 

Let people with disabilities live real lives. 


MPe 

nm 


M^SOURf PLANNING COUNCa. FCm DEVELOPMENTAL D^^^iLfTIES 
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4. The 5 year plan of the Missouri Planning Council, list the following goals: 

QA Objectives: 

1. By 9/30/2011, three state habilitation centers will close. 

4. By 9/30/2011, admissions to all state habilitation centers will cease. 

These are clear examples of these agencies misusing federal funds by going 
far astray from their original intent of protection of persons with intellectual disabilities. 
These misguided activities negatively affect every part of the daily lives of persons 
diagnosed with severe and profound intellectual disabilities. 

Furthermore, these activities are a gross disregard for current laws: 

The United States Code states: “individuals with developmental disabilities and their 
families are the primary decisionmakers” 

The Code of Federal Regulations states:“given the choice of either institutional or 
home and community-based services" 

June 1999 Olmstead decision by the Supreme Court states:“This Court emphasizes 
that nothing in the ADA or its implementing regulations condones termination of 
institutional settings for persons unable to handle or benefit from community settings. 
Nor is there any federal requirement that community-based treatment be imposed on 
patients who do not desire it.” 
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Please recommend to the subcommittee to place restrictions on the 
Administration on Developmental Disabilities’ Fiscal Year 2013 budget, so that program 
funds may not be used to undermine and eliminate the specialized programs upon 
which my profound intellectually and physically disabled brother and other residents of 
Missouri habilitation centers depend. 

Respectfully, 

Mary A. Vitale, President, Bellefontaine Parents Association 

1335 Redbird Drive 

Florissant Mo 63031 

314-831-5662 home 

314-703-1158 cell 

mvitale50@charter. net 
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Oral Public Witness Testimony 
to the 

Labor-HHS-Education Subcommittee 
Committee on Appropriations 
U.S. House of Representatives 


In Support of 
Bringing Attention 
to 

Borderline Personality Disorder 
As a Public Health Concern 
FY2012 


By 

Helen S. 

An Individual with Borderline Personality Disorder 

and 

Dr. Perry Hoffman 
President, 

The National Education Alliance 
for 

Borderline Personality Disorder 


March 29, 2012 
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Testimony of Helen S. 

to the House Labor-HHS-Education Subcommittee 
Committee on Appropriations 
March 29, 2012 

Chairman Rehberg and Members of the Subcommittee, I am grateful for the opportunity 
to present my testimony to the Subcommittee. My name is Helen and I have suffered 
from borderline personality disorder. 

People ask me what it’s like to have borderline personality disorder. Words and language 
fail. But there’s a photograph from the Viet Nam war. . .it’s a little girl miming down a 
dirt road straight into the camera. She is naked, her clothes burned away by napalm. Her 
little face is contorted with agony and terror. She is screaming. Several people off to the 
side of the road are not even interested. She’s utterly alone. I call her the “Burning Girl.” 
This is what a borderline feels like inside. 

My medical history is roughly the length of Beowulf, but here are some numbers; 3 
hospitalizations; 30 consecutive years of individual therapy; $1.3 million in treatment 
costs (all cash, no reimbursements); and $2 million in lost salary and benefits; 52 
medications over 29 consecutive years - currently 8 medications; 4 diagnoses - bipolar, 
anorexia/bulimia, post-traumatic stress disorder, and borderline. 

The diagnosis of borderline came last. I want you to know it is a mongrel diagnosis 
because of the shame, stigma, and contempt. Nowhere is it more pernicious than with 
mental health professionals. Worst is the invalidation, as if overnight I’d turned into a 
mad dog. Self-injury, suicide and extreme dissociation can be lurid, repellant and 
seemingly intractable, but I’m not a mad dog. No person wants to use these methods. As 
Proust said, “To kindness and knowledge we make promises. But pain we obey.” So 
cutting has its own perverse logic and beneficence. It’s a form of communication, a 
language written on the body. It says “This is how much pain I feel.” 

In spite of the odds, I have recovered. Back again among a wealth of friends and family, 
working in the kind of high-profile, international job I had enjoyed in the past. Nothing 
short of an Old Testament miracle. Here’s how government funding has significantly 
helped me recover. First, through NIMH support of the National Education Alliance for 
Borderline Personality Disorder - a grassroots movement of professionals - with the 
essential inclusion of borderlines and their families - who are disproving the conventional 
ignorance of the illness. Second, funding of Dialectical Behavior Therapy (DBT) through 
NIMH. In conjunction with individual therapy, DBT provides pragmatic methods, dozens 
of skills to rebate emotions, negotiate relationships, and execute strategies for life and 
work. Third, NIMH leadership in validating BPD as a national concern. 

Let’s be frank - 1 can make this testimony because I’m white, overeducated, and English 
is my first language. But I represent so many people who can’t: my fiiend Linda, a 
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middle-aged blind woman with a dysfunctional seeing-eye dog, who didn’t miss a day of 
DBT group in eight months; and Sherri, a young African-American who worked in a 
subway toll booth; she had two small children, two top teeth missing, and too many 
abusive boyfriends. One day she just disappeared. And Charlie, a veteran, who returned 
from service changed. Professionally at the top of his field, he destroyed his marriage and 
career through rage and drugs. As a last resort he attempted suicide but survived. 
Reluctant to be alive, he wants nothing more than to be a good father to his little son. I 
wish you could see the striving, the will to connect and contribute, and the lost potential. 

I know firsthand how many could be saved with more research and education. 

You, all of you, have the greatest power to lead the battle against borderline personality 
disorder, to reverse the inhumane negligence of human beings capable of recovery. 

Please don’t throw us away. There is so much work to be done. Think of 1 8 million 
Americans - burning. Please include us in the world in which mental illnesses are 
prevented and cured. We belong there. We borderlines have the capacity and will to 
reside in that world. Thank you. 

Testimony of Dr. Perry Hoffman 
to the House Labor-HHS-Education Subcommittee 
Committee on Appropriations 
March 29, 2012 

Mr. Chairman and Members of the Subcommittee, I thank you for the opportunity to 
present my testimony to the Subcommittee. My name is Dr. Perry Hoffinan. I am the 
President of the National Education Alliance for Borderline Personality Disorder. I have 
been working with the borderline personality disorder community for over 25 years, 
treating both patients and family members. 

The National Education Alliance for Borderline Personality Disorder is an organization 
that was foimded on August 20, 2001, and since our inception we have made public 
awareness our mission. We have hosted more than 40 conferences over the last 8 years in 
large part thanks to several grants from the National Institute of Mental Health. 

I also want to thank you, Mr. Chairman and Members of the Subcommittee, for the 
unanimous passing of House Resolution 1005 on April 1, 2008, designating the month of 
May as Borderline Personality Disorder Awareness Month. This resolution stated that 
“despite its prevalence, enormous public health costs, and the devastating toll it takes on 
individuals, families, and communities [borderline personality disorder] only recently has 
begim to command the attention it requires.” 

Borderline personality disorder, unfortunately, is an illness that for too long has been 
misdiagnosed and misunderstood and frankly.... maligned. We turn to you today, our 
elected Representatives, for continued help in an effort to bring borderline personality 
disorder the awareness and attention that it requires, so that people can get the help they 
need... and deserve. 
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Lives can be devastated by having borderline personality disorder. It is a serious mental 
illness with prevalence between 2 to 5.9% in the U.S. population. And, sadly, it is 
affecting our youth at an alarming rate. Symptoms are severe and disruptive, and include 
emotional dysregulation, unstable interpersonal relationships, identity disturbance and 
marked impulsivity. Up to 80% of people physically self-harm themselves. Up to 70% of 
individuals make at least one suicide attempt. A heartbreaking 10% of people with the 
disorder commit suicide. 

Other consequences of the disorder - unstable employment, involvement in divorce, libel 
and childrearing lawsuits, as well as violence and sexual indiscretions - also take a 
devastating toll on families and public services. For example, 50% of individuals with 
borderline personality disorder are unemployed or underemployed, and there is evidence 
of the disorder in up to 17% of the jail population. Furthermore, because borderline 
patients are heavy utilizers of psychiatric services, emergeney rooms and other medical 
services, the public health costs can he expected to be tremendous. 

First officially recognized by the psychiatric community in 1980, borderline personality 
disorder still lags behind other psychiatric disorders in awareness and understanding. For 
many years the disorder was regarded as largely unbeatable, and even today some mental 
health professionals do not recognize it. In fact, both academic and clinical training in 
borderline personality disorder for psychiatric residents is nonexistent in all but a few 
institutions. As recently as 2009, borderline personality disorder has been characterized 
as “the disorder that doctors fear the most.” However, as you have heard from Helen, this 
diagnosis does not have to be a death sentence or even a lifelong sentence. But that will 
only happen if people are aware of this illness, its symptoms and the evidence-based 
treatments that are available. 

Unlike other mental illnesses where there are national campaigns for early detection, 
borderline personality disorder remains excluded from those campaigns. A consequence 
of this exclusion is that the disorder is relatively undetected in teens, when onset of the 
disorder generally occurs. One statistic shows that it often takes up to five years for an 
individual with borderline personality disorder to be accurately diagnosed. Imagine, five 
years of not getting the right treatment because of misdiagnosis. This misdiagnosis is due 
to both the stigma attached to the disorder as well as the fact that professionals do not 
want to treat it. More than that, some may not even recognize it. That is terribly 
xmfortunate, because as indicated by research, there is less impairment, fewer co- 
occurring disorders and treatment is not as extensive when intervention is early. 

Once diagnosed, patients still face barriers attaining access to effective treatment. 
Although there are several evidence-based treatments that have proven to be highly 
effective, there are painfully few mental health professionals fully trained in the use of 
these treatments. For patients who have health insurance, their specific treatments may 
not be covered, or their insurance may not be accepted by practitioners. For patients on 
public assistance the situation is more difficult - many practitioners are not even willing 
to treat these patients. And, of course, inmates and veterans face their own issues in 
accessing treatment. 
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There is also a great need for increased research. For example, there are no biomarkers 
for identifying those at risk, nor are there FDA-approved drugs for treating this disorder. 
With a lack of young investigators and senior scientists in the field approaching 
retirement, a new generation of researchers must be developed. Centers of excellence 
could play an instrumental role in nurturing future researchers and clinicians. 
Unfortunately, there is still very limited public and private fimding for research on 
borderline personality disorder compared to other major psychiatric disorders. Yet 
despite this limited fimding, there have been remarkable research findings; for example, 
two NIMH-funded studies found that borderline personality disorder has an unexpectedly 
good prognosis. This fact has given hope to so many patients suffering from this disorder. 

Borderline personality disorder cuts across all levels of society from the very poor to the 
rich and famous. A recent book. Songs of Three Islands by Millicent Monks who is a 
Carnegie descendent, chronicles the disorder in the Carnegie family. Brandon Marshall, a 
wide receiver for the Miami Dolphins, announced in July 201 1 that he had been 
diagnosed with borderline personality disorder. He said that recent treatment has taught 
him to effectively deal with problems that have marred his entire professional career and 
adult personal life. Brandon has launched his own initiative to encourage others to 
recognize the disorder and seek appropriate treatment. We have recently partnered with 
Brandon on an adolescents at risk campaign that had its kickoff earlier this month. 

In conclusion, there is a disproportion between the high personal and public burden of 
borderline personality disorder and the low levels of awareness, treatment resources, 
services, and funded research associated with it. This, we believe, is a public policy issue 
that requires your attention. 

Chairman Rehberg and Members of the Subcommittee, thank you for the opportunity to 
share my experience and knowledge on borderline personality disorder. I hope that this 
will be helpful in the process of setting national priorities for this devastating disorder. 
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United States HOUSE OF REPRESENTATIVES 
Committee on APPROPRIATIONS 

SUBCOMMITTEE ON LABOR, HEALTH AND HUMAN SERVICES, EDUCATION AND RELATED AGENCIES 
March 29, 2012 

Testimony by Gloria O'Neill, President and CEO, Cook Inlet Tribal Council 

Chairman Rehbetg and Members of the Subcommittee, thank you for the opportunity to present this testimony. 
My name is Gloria O'Neill and I am the President and CEO of Cook Inlet Tribal Council (OTC), an Alaska Native 
tribal non-profit organization which senres as the primary education and workforce development center for 
Native people in Anchorage. CITC has been designated tribal authority through Cook Inlet Region Inc., organized 
through the Alaska Native Claims Settlement Act and recognized under Section 4(b) of the Indian Self- 
Determination Act and Education Assistance Act, P.L 93-638. CITC builds human capacity by partnering with 
individuals to establish and achieve both educational and employment goals that result in lasting, positive 
change for themselves, their families, and their communities. 

CITC serves Alaska Native and American Indian people primarily in Southcentral Alaska, which includes Alaska's 
most urbanized and populated communities, is home to an Alaska Native/American Indian population of more 
than 40,000, constituting 40% of the Native people of the state of Alaska, Anchorage is the fourth largest Native 
community in the nation. CiTC's programs address many of the social, economic, and educational challenges 
faced by Alaska Native people. For example, Alaska Native students are twice as likely to drop out as their non- 
Native peers; 33% of Alaska's unemployed are Alaska Native people; and almost 20% of Alaska Native people 
have incomes below the federal poverty line - nearly three times the rate of non-Native people. 

How do Native communities successfuily take responsibility and respond to these disparities? 

An effective and proven tool available to Native American people in responding to community and social needs 
is the Indian Employment, Training and Related Services Demonstration Act, Pub. L. 102-477, as amended, 25 
U.S.C. §§ 3401-3417 (or the "477 program"). Administered by the Department of the Interior, the law allows the 

COOK INLET TRIBAL COUNCIL 

3600 SAN JERONIMO DRIVE 
ANCHORAGE, ALASKA 99508 
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consolidation of funding streams from the U.S. Departments of Interior, Health and Human Services, and labor 
into a single employment and training plan, program and report. The 477 program enables flexibility on the part 
of the receiving organization to plan the programming to best fit the needs of the community and minimize 
administrative redundancy by merging reporting requirements, while still adhering to the Government 
Performance Results Act's stringent accountability standards. On a national level, the 62 tribal grantees and 
consortia of 477 programs serve 267 tribes out of 545 tribes. 

The 477 Program allows CITC to increase effectiveness and innovation, eliminate Inefficiency and maximize 
program outcomes. The wrap-around services we provide include job training and placement, TANF, and child 
care. CITC’s Employment & Training Services Department (ETSD) provides comprehensive services to assist 
Native job seekers, based on the premise that effective solutions to workforce development require integrated 
approaches to ensuring job readiness, training, and placement. By working closely with state and federal 
programs, community and tribal non-profits, universities, vocational training centers, employers, and Native 
corporations, CITC is able to provide a wide array of training and employment assistance, coupled with 
supportive services, to help overcome many barriers to employment. 

CITC provides a comprehensive integrated service delivery model to assist Native job seekers, combining DOI, 
DDL and HHS funding. A key component is our Tribal TANF program which is based on a philosophy of self- 
sufficiency. CITC has transitioned 2,270 TANF recipients from welfare to work in the past five years, with an 
Average Hourly Wage of $11.53. And efficiencies gained within the TANF program resulted in a 5-year savings 
of $7.1 million - savings that have been re-invested in supporting participants in their self-sufficiency efforts. 

Over the Past 5 Years 477-supported employment and training Programs Have: 

• Provided 8,257 job seekers with career coaching, training and job search assistance of which 5,403 
(65%) were placed in jobs. The average hourly wage (AHW) of a job seeker coming to CITC for services 
increased from $9.95 per hour to $17.23. 


COOK INLET TRIBAL COUNCIL 
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• Provided training opportunities and Job placement in critical employment sectors, including: Customer 
Service/Retail Management (AHW $11.01); Driver’s Education (AHW $14.16) and CDL Driver's 
Certification (AHW $16) Union Apprenticeship (AHW $31); Weatherization Training (AHW $14.77 - 
$22.15); Healthcare: CNA, IPN, RN, Medical Coding (AHW $13.79) 

Again, CITC has demonstrated that the 477 program is very successful in connecting people to long term, 
meaningful jobs. In short, the 477 program is a "win-win" for the federal funders and CITC, since it eliminates 
wasteful inefflciency while maximizing program outcomes. In addition to being successful on the ground, the 
477 program is fully accountable. It achieved the highest Office of Management and Budget PART (Program 
Assessment Rating Tool) rating in Indian Affairs. 

These programs provide tribes and tribal organizations the ability to leverage their federal job training and job 
placement funding for DOI, HHS and DOL- including TANF, Childcare other programs. As a result, the 2012 477 
National Report shows that tribal programs served over 41,000 people, of whom only 4% did not complete their 
objectives. More importantly, of those who obtained employment: Adults gained $9.25 per hour; Youth gained 
$6.40 per hour; and people on cash assistance gained $7.60 per hour. As you can see, the 477 program is critical 
to our effectiveness, especially in this environment of shrinking funding sources. 

Subcommittee Support for 477 

Last year the Tribes sought assistance regarding two problematic changes the agencies proposed to the 
administration of the 477 program that would significantly undermine its success: 1) ending the practice of 
transferring 477 program funds to participating Tribes and Tribal organizations through PL 93-638 contracts or 
Self-Governance agreements, as authorized by the Indian Self-Determination and Education Assistance Act 
(ISDEAA); and 2), a new requirement that 477 Tribes and Tribal organizations report their 477 expenditures 
separately by funding source number for audit purposes. 
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The House/Senate Appropriations conferees on the FY 2012 Interior Appropriations bill instructed the federal 
agencies to engage in consultations with the 477 Tribes and Tribal organizations to reach consensus on the 
transfer and reporting of funds administered by Tribes through program plans adopted by Tribes and approved 
by the Department of the Interior under the 477 program. 

The P.L 102-477 Administrative Flexibility Work Group formed in response, which has met weekly and includes 
policy and program representatives from the 001, which administers the 477 program, HHS DOL and 0MB, as 
well as representatives from 10 affected Tribes and Tribal organizations. In the meantime, the agencies agreed 
to temporarily allow funds to continue to be transferred through ISDEAA and have suspended the reporting 
requirements instituted in the March 2009 0MB Circular. The agencies and Tribes have moved toward 
consensus in some general areas: 

First, the agencies and Tribal representatives agree In principal that the 477 program Is one provided for Tribes 
by virtue of their status as Indians. Its targeted purpose is to facilitate employment opportunities for Indian 
youth and adults, as well as to encourage Tribal self-sufficiency consistent with self-determination principles. 
The 477 program is structured so that Tribal program plans, as authorized under the 477 Act, are approved and 
administered by DOI Indian Affairs, and thus can be funded through the ISDEAA. 

Second, the both sides have agreed in principal that the 477 Act authorizes Tribes to develop 477 program plans 
to integrate services and expenditures from various agency programs in a single, coordinated, comprehensive 
Tribal program plan with a single budget and a single annual report delivered to the Department of the Interior. 
Discussion is ongoing as to what, if any, additional information needs to be included in the statistical, narrative, 
and financial reports. 

i 

We continue to meet weekly in good faith with the agencies, but have not reached a solution. In spite of 
progress In our meetings, we still struggle with the agencies' fundamental acceptance of the flexibility that 477 
offers. Therefore, we request the following language be included in the Appropriations Bill: 
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Title: To amend the Indian Employment, Training and Related Services Demonstration Act of 1992 to modify a 
provision relating to integration of services. 

Be it enacted by the Senate and House of Representatives of the United States of America in Congress 
assembled, 

SECTION 1. INTEGRATION OF SERVICES. 

Section 4 of the Indian Employment, Training and Related Services Demonstration Act of 1992 (25 U.S.C 3403) 
is amended— 

(1) by striking "The Secretary" and inserting the following: 

"(a) In General.— The Secretary"; and 

(2) by adding at the end the following: 

"(b) Funding Requirements.— Notwithstanding the Indian Self-Determination and Education Assistance Act 
(25 U.S.C. 450 et seq.) or any other provision of law, or any auditing or reporting circular of the Office of 
Management and Budget or related compliance memoranda, effective beginning on the date of enactment of 
this subsection— 

"(1) any funds supplied by a Federal department or agency to carry out a plan under this section shall be 
consoHdated and made available to the applicable Indian tribe or tribal organization pursuant to an existing 
corrtract, compact, or funding agreement under title I or IV of the Indian Self-Determination and Education 
AssisUnce Act (25 U.S.C 450 et seq.) (Including funds to carry out the program of block grants to SUtes for 
temporary assistance for needy families and Native Employment Works established under part A of title IV of 
the Social Security Act (42 U.S.C. 601 et seq. and any Child Care and Development Funds under Section 418 of 
the Social Security Act, 42 USC 618 as amended, and the Child Care and Development Block Grant Act, 42 USC 
9858, as amended)); and 

"(2) no Indian tribe or tribal organization carrying out a plan under this section shall be required to separately 
account for the expenditure of the funds of each Federal department or agency after the date on which the 
funds are consolidated and paid to the Indian tribe or tribal organization under paragraph (1).”. 

"(3) all funds transferred under an approved Public Law 102-477 plan may be reallocated and rebudgeted by 
the Indian tribe or tribal organization to best meet the employment, training and related needs of the local 
community served by the Indian tribe or tribal organization." 

While working diligently and hopeful about the process, the Tribal Work Group representatives remain 
concerned that, in the absence of specific legislative authorization as provided in above rider, the spirit, the 
letter and the opportunities of the PL 102-477 law will be subject to changes in implementation from 
administration to administration. Thank you for your time and consideration. 
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Testimony of Thomas W. Rudin 

Senior Vice President for Advocacy, Government Relations and Development 

The College Board 

Submitted to the House Appropriations Subcommittee on 
Labor, Health and Human Services, Education, and Related Agencies 

March 29, 2012 

On behalf of low-income high school students throughout the country, I would like to 
request the continuation of funding for the Advanced Placement (AP) Test Fee and Incentive 
Program. This highly successful program has significantly increased the enrollment and success 
of low-income students in AP courses and exams and has helped to advance the critical goal of 
increasing college enrollment and completion rates across the nation. 

Since the federal AP Test Fee and Incentive Program began, the number of AP exams 
taken by low-income students has grown from 82,000 in 1999 to more than 530,000 exams in 
2011, thanks to the federal investment in these students (see attached). 

This opportunity not only increases academic rigor for low-income students, but helps 
them to gain admission to college, increases their chance of completion, and reduces their 
college costs. Research shows that the five-year college graduation rate for low-income students 
who receive a score of 3 or better on an AP exam is 26 percent higher than non-AP students (see 
attached). Most four-year colleges in the United States give students credit, advanced placement 
or both, on the basis of AP exam scores. 

Because of the $16 million reduction in AP funding in FY2012, the federal subsidy per 
AP exam taken by low-income students this year is reduced by $19 and a three-exam cap per 
student is imposed. For the first time in more than a decade, low-income students in many states 
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will be required to pay $15 per AP exam (and $53 for the fourth and subsequent exams). As a 
result, as many as 30,000 low-income students may be unable to take the AP exam, thereby 
foregoing eligibility for college credits and reduced college costs. Any further reductions in 
federal funding would result in major decreases in low-income student participation in this vital 
college and career-ready academic program. 

The federal investment in low-income students has led to enormous growth in AP 
participation and translated to millions of dollars in college cost savings. I urge you to continue 
funding at the current level this critical program that has had such effective and far-reaching 
results. 



* Funding has had a remarkable impact 
on of low-income students in AP 
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Low-income and other traditionally underserved students 
who succeed in AP achieve college graduation rates higher 
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Centers for Disease Control and Prevention (CDC) Coalition 

C/o American Public Health Association 8(X)I&rertNW Washington, DC, 20001 202-777-2515 

Testimony of the CDC Coalition 

House Appropriations Subcommittee on Labor, HHS, Education and Related Agencies 
Submitted for the record, March 29, 2012 

The CDC Coalition is a nonpartisan coalition of more than 140 organizations committed to 
strengthening our nation’s prevention programs. Our mission is to ensure that health promotion and disease 
prevention are given top priority in federal funding, to support a funding level for the Centers for Disease 
Control and Prevention (CDC) that enables it to carry out its critical mission, and to assure an adequate 
translation of new research into effective state and local programs. Coalition member groups represent 
millions of public health workers, clinicians, researchers, educators, and citizens served by CDC programs. 

The CDC Coalition believes that Congress should support CDC as an agency — not just the 
individual programs that it funds. In the best judgment of the CDC Coalition — given the challenges and 
burdens of chronic disease, a potential influenza pandemic, terrorism, disaster preparedness, new and 
reemerging infectious diseases and our many unmet public health needs and missed prevention 
opportunities — we believe the agency will require funding of at least $7.8 billion for CDC’s 
programs in FY 2013. We are deeply disappointed with the proposed $664 mUUon cut to CDC’s budget 
authority contained in the president’s FY 2013 budget proposal. In fact, when including the president’s FY 
2013 request, CDC’s budget authority would have been decreased by a staggering $1.4 billion since FY 
2010. While CDC has received and the president’s FY 2013 budget proposal directs significant funding from 
the Prevention and Public Health Fund to CDC, we believe this funding is essentially supplanting cuts made 
to CDC’s budget authority. As you know, the Prevention and Public Health Fund was intended to 
supplement and not supplant the base funding of our public health agencies and programs. We urge you to 
restore this cut to CDC’s budget authority and to support the $1 billion available through Prevention and 
Public Health Fund in FY 2013. 

By translating research findings into effective intervention efforts, CDC has been a key source of 
funding for many of our state and local programs that aim to improve the health of communities. Perhaps 
more importantly, federal funding through CDC provides the foundation for our state and local public 
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health departments, supporting a trained workforce, laboratory capacity and public health education 
communications systems. 

CDC serves as the command center for our nation’s public health defense system, conducting 
surveillance and detection of emerging and reemerging infectious diseases. With the potential onset of a 
worldwide influenza pandemic, in addition to the many other natural and man-made threats that exist in the 
modem world, the CDC has become the nation’s — and the world’s — expert resource and response center, 
coordinating communications and action and serving as the laboratory reference center. 

CDC serves as the lead agency for bioterrorism and other public health emergency preparedness 
and must receive sustained support for its preparedness programs in order for our nation to meet future 
chalenges. Given the challenges of terrorism and disaster preparedness, and our many unmet public health 
needs and missed prevention oppormnities we urge you to provide adequate funding for state and local 
capacity grants. 

Heart disease remains the nation’s No. 1 killer. In 2009, over 599,000 people in the United States 
died from heart disease, accounting for nearly 25% of all U.S. deaths. More women than men die of heart 
disease and stroke each year, and in 2009, females had higher rates of stroke mortality than males. Stroke is 
the fourth leading cause of death and is a leading cause of disability. In 2009, stroke killed almost 129,000 
people (60% of them women), accounting for about 1 of every 19 deaths. 

Cancer is the second most common cause of death in the United States. There are 1,638,910 new 
cancer cases and 577,190 deaths from cancer expected in 2012. The financial cost of cancer is also 
significant. According to the National Institutes of Health, in 2007 the overall cost for cancer in the U.S. 
was more than |226.8 billion: $103.8 billion for direct medical costs, $123.0 billion for indirect mortality 
costs (cost of lost productivity due to premamre death). Among the ways CDC is f^hting cancer, is through 
funding the National Breast and Cervical Cancer Early Detection Program that helps low-income, 
uninsured and medically underserved women gain access to lifesaving breast and cervical cancer screenings 
and provides a gateway to treatment upon diagnosis. CDC also funds grants to all 50 states to develop 
Comprehensive Cancer Control plans, bringing together a broad partnership of pubMc and private 
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stakeholders to set joint priorities and implement specific cancer prevention and control activities 
customized to address each state’s particular needs. 

Although more than 25.8 million Americans have diabetes, nearly 7 million cases are undiagnosed. 
In 2010, about 1.9 million people aged 20 years or older were newly diagnosed with diabetes. Diabetes is the 
leading cause of kidney failure, nontraumatic lower-limb amputations, and new cases of bHndness among 
adults in the U.S. The total direct and indirect costs associated with diabetes were 1178 billion in 2007. 
Preventive care such as routine eye and foot examinations, self-monitoring of blood glucose, and glycemic 
control could reduce these numbers. 

Arthritis is the most common cause of disability in the U.S., striking 50 million Americans of all 
ages, races and ethnicities. CDC's Arthritis Program plays a critical role in addressing this growing public 
health crisis. 

Over the last 25 years, obesity rates have doubled among adults and children, and tripled in teens. 
Obesity, diet and inactivity are cross-cutting risk factors that contribute significantly to heart disease, cancer, 
stroke and diabetes. CDC funds programs to encourage the consumption of fruits and vegetables, 
encourage sufficient exercise, and to develop other habits of healthy nutrition and activity. An estimated 

443.000 people die prematurely every year due to tobacco use. CDC’s tobacco control efforts seek to 
prevent tobacco addition in the first place, as well as help those who want to quit. We must continue to 
support these vital programs and reduce tobacco use in the United States. 

Each day more than 3,800 young people initiate cigarette smoking. At the same time, according to 
CDC, only one out of three high school students participate in daily physical education classes. Seventy 
eight percent of high school smdents do not eat the recommended number of servings of fruits and 
vegetables, while one in three children and adolescents are overweight or obese. And every year, more than 

400.000 teen girls give birth and nearly half of all sexually transmitted diseases occur in young people 
between the ages of 15 and 24. CDC plays a critical role in ensuring good public health and health 
promotion in out schools. 

CDC provides national leadership in helping control the HIV epidemic by working with 
community, state, national, and international partners in surveillance, research, prevention and evaluation 
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activities. CDC estimates that about 1,1 million Americans are living with HIV, 21 percent of who are 
undiagnosed. Also, the number of people living with HTV is increasing, as new drug therapies are keeping 
HIV-infected persons healthy longer and dramatically reducing the death rate. Prevention of HIV 
transmission is the best defense against the AIDS epidemic that has already killed more than 619,400 in the 
U.S. and is devastating populations around the globe. 

The United States has the highest rates of sexually transmitted diseases (STDs) in the industrialized 
world. More than 19 million new infections occur each year, almost half of them among young people. 
CDC estimates that STDs, including HIV, cost the U.S. healthcare system as much as $17 billion 
annually. An adequate investment in STD prevention could save millions in annual health care costs in the 
future. 

CDC and its National Center for Health Statistics collect data on chronic disease prevalence, health 
disparities, emergency room use, teen pregnancy, infant mortality and causes of death. The health data 
collected through the Behavioral Risk Factor Surveillance System, Youth Risk Behavior Survey, Youth 
Tobacco Survey, National Vital Statistics System, and National Health and Nutrition Examination Survey 
are an essential part of the nation’s statistical and public health infrastructure. 

We must address the growing disparity in the health of racial and ethnic minorities. CDC is helping 
states address serious disparities in infant mortality, breast and cervical cancer, cardiovascular disease, 
diabetes, HIV/AIDS and immunizations. Out members are committed to ending the disparities and we 
encourage the Subcommittee to provide adequate funds for these efforts. 

CDC oversees immunization programs for children, adolescents and adults, and is a global parmer 
in the ongoing effort to eradicate polio worldwide. The value of adult immunization programs to improve 
length and quality of life, and to save health care costs, is realized through a number of CDC programs, but 
there is much work to be done and a need for sound funding to achieve our goals. Influenza vaccination 
levels renmin low for adults. Levels ate substantially lower for pneumococcal vaccination and significant 
racial and ethnic disparities in vaccination levels persist among the elderly. In addition, developing 
functional immunization registries in all states will be less costly in the long mn than maintaining the 
incomplete systems currently in place. Childhood immunizations provide one of the best returns on 


4 



278 


investment of any public health program. For every dollar spent on seven vaccines recommended in the 
childhood series, $16.50 is saved in direct and indirect costs. An estimated 14 million cases of childhood 
disease and 33,000 deaths are prevented each year through timely immunization. Despite the incredible 
success of the program, it faces serious financial challenges. 

Injuries are the leading causes of death for persons aged 1-44 years. Unintentional injuries and 
violence such as older adult falls, unintentional drug poisonings, child maltreatment and sexual 
violence accounts for over 35% of emergency department visits annually. Annually, injury and violence cost 
the U.S. approximately $406 billion in direct and indirect medical costs including lost productivity. 
Unintentional injury consistently remains the leading cause of death among young Americans ages 1 -34 with 
the majority of unintentional fatal injuries caused by motor vehicle traffic fatalities. CDC’s Injury Center 
works to prevent unintentional and violence-related injuries to minimize the consequences of injuries when 
they occur by researching the problem; identif^g the risk and protective factors; developing and testing 
interventions and ensuring widespread adoption of proven strategies. 

One in every 33 babies bom each year in the United States is bom with one or more birth defects. 
Birth defects are the leading cause of infant mortality. Children with birth defects who survive often 
experience lifelong physical and mental disabilities. Mote than 50 million people in the U.S currently live 
with a disability, and 17 percent of children under the age of 18 have a developmental disability. The 
National Center on Birth Defects and Developmental Disabilities at CDC conducts programs to protect 
and improve the health of children and adults by preventing birth defects and developmental disabilities; 
promoting optimal child development and health and wellness among children and adults with disabilities. 

CDC's Center for Environmental Health is essential to protecting and ensuring the health and well 
being of the American public from threats associated with West Nile vims, climate change, terrorism, E. 
coli, lead-based paint and other hazards. We ask you to support adequate funding for these vital programs 
which has been significandy reduced over the past several years. 

In order to meet the ongoing public health challenges outlined above, we urge you to adopt our FY 
2013 request of $7.8 billion for CDC’s programs. 
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To: U.S. House Subcommittee on Labor, HHS, Education and Related Agencies, Committee on 
Appropriations 

From; Coalition for Health Funding, 600 Maryland Avenue, SW Suite 835W, Washington DC 
Re: FY 2013 Funding for Health Agencies and Programs 


The Coalition for Health Funding is pleased to provide the House Labor, Health and Human 
Services, Education and Related Agencies Appropriations Subcommittee with a statement for the 
record on FY 2013 funding levels for health agencies and programs. Since 1970, the Coalition has 
advocated for sufficient and sustained discretionary funding for the public health continuum to 
meet the mounting and evolving health challenges confronting the American people. 

Every day, in important ways most Americans don't even realize, the federal government 
supports public health programs that keep them safe and secure. The agencies and programs of 
the Department of Health and Human Services conduct health research and discover cures; 
prevent disease, disability, and injury; assure food, water and drug safety; protect and respond 
in times of crisis; educate the next generation of scientists, health care providers, and public 
health professionals; and care for our nation's most vulnerable. 

The Coalition's 76 national, member organizations— representing the interests of more than 
100 million patients, health care providers, public health professionals, and scientists— support 
the belief that the federal government is an essential partner with state and local governments 
and the nonprofit and private sectors in improving health. In this regard, we are very concerned 
that deficit reduction efforts to date— both actual and those under consideration— have relied 
almost exclusively on cuts to public health and other discretionary programs to balance the 
budget. Public health programs have experienced two straight years of funding cuts, and are 

Coalition for Health Funding 
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facing a looming sequester that will cut even deeper— as much as $5.7 billion from health 
programs within the subcommittee's jurisdiction. 

These programs make up only a fraction of all federal spending. They are not the root cause 
of our fiscal crisis, and cutting them further will not bring the budget into balance. On the 
contrary, with greater investment, public health programs are an integral part of the solution. 
Evidence abounds— from the Department of Defense to the U.S. Chamber of Commerce— that 
healthy Americans are stronger on the battlefield, have higher academic achievement, and are 
more productive in school and on the job. Healthy Americans drive our economic engine, and 
ultimately cost our nation less in health care spending. 

The Coalition realizes the pressure Congress and the administration face to balance the 
nation's budget. However, our nation's health has already borne more than its fair share of the 
responsibility for deficit reduction. A few weeks ago, the Coalition was joined by more than 900 
national, state, and local organizations urging the Appropriations Committees to increase 
investments in public health and other programs within the subcommittee's jurisdiction. The 
following list summarizes the Coalition's FY 2013 specific funding recommendations for these 
public health agencies. 

National Institutes of Heaith (NIH) 

The Coalition loins the Ad Hoc Group for Medical Research in seeking at least $32 billion for 
NIH in FY 2013 . This funding recommendation represents the minimum investment necessary 
to avoid further loss of promising research and at the same time allows the NIH's budget to 
keep pace with biomedical inflation. As the primary federal agency responsible for conducting 
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and supporting medical research, NIH drives scientific innovation and develops new and better 
diagnostics, improved prevention strategies, and more effective treatments. 

NIH also contributes to the nation's economic strength by creating skilled, high-paying jobs; 
new products and industries; and improved technologies. More than 83 percent of NIH 
research funding is awarded to more than 3,000 universities, medical schools, teaching 
hospitals, and other research institutions, located in every state. The nation's longstanding, 
bipartisan commitment to NIH has established the United States as the world leader in medical 
research and innovation. 

Centers for Disease Control and Prevention (CDC) 

The Coalition joins the CPC Coalition in seeking $7.8 billion for CPC in FY 2013. This amount 
is representative of what CDC needs to fulfill its core mission in FY 2013; activities and programs 
that are essential to protect the health of the American people. CDC continues to be faced with 
unprecedented challenges and responsibilities, ranging from chronic disease prevention, 
eliminating health disparities, bioterrorism preparedness, to combating the obesity epidemic. In 
addition, CDC funds community programs in injury control; health promotion efforts in schools 
and workplaces; initiatives to prevent diabetes, heart disease, cancer, stroke, and other chronic 
diseases; improvements in nutrition and immunization; programs to monitor and combat 
environmental effects on health; prevention programs to improve oral health; prevention of 
birth defects; public health research; strategies to prevent antimicrobial resistance and 
infectious diseases; and data collection and analysis on a host of vital statistics and other health 
indicators. It is notable that more than 70 percent of CDC's budget flows out to states and local 
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health organizations and academic institutions, many of which are currently struggling to meet 
growing needs with fewer resources. 

Health Resources and Services Administration (HRSA) 

The Coalition loins the Friends of HRSA in seeking $7.0 billion for HRSA in FY 2013. HRSA 
operates programs in every state and thousands of communities across the country. It is a national 
leader in providing health services for individuals and families, serving as a health safety net for the 
medically underserved. The requested level of funding for FY2013 is critical to allow the agency 
to carry out critical public health programs and services that reach millions of Americans, 
including developing the public health and health care workforce; delivering primary care 
services through community health centers; improving access to care for rural communities; 
supporting maternal and child health care programs; providing health care to people living with 
HIV/AIDS; and many more. In the long term, much more is needed for the agency to achieve its 
ultimate mission of ensuring access to culturally competent, quality health services; eliminating 
health disparities; and rebuilding the public health and health care infrastructure. 

Substance Abuse and Mental Health Services Administration (SAMHSA) 

The Coalition joins the Mental Health Liaison Group and the addictions community in 
recommending an overall funding level of $3.5 billion for SAMHSA in FY 2013. According to 
results from a national survey conducted by SAMHSA, 45.1 million American adults in the 
United States experienced mental illness last year. However, only two-thirds of adults in the 
U.S. with mental illness received mental health services. In fact, suicide claims over 36,000 lives 
annually, the equivalent of 94 suicides per day; one suicide every 15 minutes. Last year, 8.7 
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million adults aged 18 or older thought seriously about committing suicide, 2.5 million made a 
suicide plan, and 1.1 million attempted suicide. The funding for community mental health 
services from SAMHSA has never been more critical, especially in light of the $3.6 billion 
reduction in state mental health funding for programs serving this vulnerable population. 

Agency for Healthcare Research and Quality (AHRQ) 

The Coalition joins the Friends of AHRQ in recommending an overall funding level of $400 
million in base discretionary funding for AHRQ in FY 2013. AHRQ funds research and programs 
at local universities, hospitals, and health departments that improve health care quality, 
enhance consumer choice, advance patient safety, improve efficiency, reduce medical errors, 
and broaden access to essential services— transforming people's health in communities in every 
state around the nation. Specifically, the science funded by AHRQ provides consumers and their 
health care professionals with valuable evidence to make the right health care decisions for 
themselves and their families. AHRQ's research also provides the basis for protocols that 
reduce hospital-acquired infections, and improve patient confidence, experiences, and 
outcomes. 

The Coalition appreciates this opportunity to provide its FY 2013 funding recommendations. 
During the coming months, our member organizations stand ready to work with Members of 
Congress in developing a balanced approach to deficit reduction that will prevent the harmful, 
indiscriminant cuts that will occur under sequestration. 
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Testimony of Thomas Kellein, Director 
The Chinati Foundation 
Morfo, TX 


To the House Appropriations Subcommittee On Labor, Health and Human Services, 

Education, and Related Agencies Subcommittee Members 

Summary: In support of at least $35 million for the Institute of Museum and Library Services (IMLS) 
Office of Museum Services (OMS) 

IMLS funds are allowing The Chinati Foundation to develop educational programs and strategies to 
make the museum more accessible to a wider range of visitors. By offering multiple woys to 
encounter the art and ideas centrol to Chinati's mission, the museum allows an individual to choose 
activities, tours or programs that are most appealing to them based on their interests, age, 
background and learning style. These might include a hondson workshop, a lecture or screening, a 
docent-led tour of the collection, a performance, or o community dinner. 

The IMLS grant has been instrumental in providing initial funding for us to get these programs 
underwoy. In turn the museum can identify future funders for the programs once the IMLS grant 
cycle has ended. 

The Chinati Foundation/La Fundacion Chinati is a contemporary art museum based on the ideas of 
its founder, Donald Judd. The specific intention of Chinati is to preserve and present to the public 
permanent large-scale installations by a limited number of artists. The emphasis is on works in 
which art, orchitecture, and the surrounding landscape ore inextricably linked. 

Chinati is in a unique situation because it has an international reputation os an art destination, but 
it inhabits a small, rural West Texas community. Chinoti is located in Presidio County, one of the 
lowest income counties in the United States. Marfa's population is 1 ,981 , its per capita income is 
$14,636, and about 20.6% of the population lives below the poverty line. Though Morfo is 
geographically isolated, the presence of a major museum means local students have access to 
world-class art and excellent ort instruction. Chinati serves the local community through 
programming and art education, providing tree children's ort classes and activities throughout 
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www.chinati.org 
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th« yaor for studant$ from Marfa schools. Chinali produces its annual newsletter in English and Spanish, 
hosts a Community Day (or local residents each spring, and offers free admission to residents of Presidio, 
Brew^, and Jeff Davis counties. 

Chinoti has been hosting free Children's Art Classes for 20 years. Targeted toward on underserved 
populcttion of Marfa public school students, Chinoti's classes fill a void in cultural/educational activities fr>r 
locol children during school breaks. Chinoti's free classes leach students to goin confidence and critical 
thinking skills and encourage teamwork, collaboration, and decisiotv-moking. Ann Marie Nofziger, Director 
of Education and Outreach, enlists Chinoti interns, area artists, and local leochers to develop a thoughtful 
curriculum based on the museum collection, incorporating meaningful hondeon activities, and meeting the 
Atorfa Independent School District's curriculum goals. 

IMIS's Museums for America grant has allowed us to grow our education department so that w 0 can 
deliver more meaningful programs and serve more constituents. In the past year, Chinoti expanded art 
classes to inclurk preschoolers (3-4 year olds); took art closses into AAarfa ISD high school cbssrooms, 
engaging high school students for the first time; implemented on online registration form, which allows (or 
earlier and faster enrollment ond more efficient planning; and estoblished a permanent clossroom on 
compus called the Artlab. The Artlab is equipped to handle various types of media, has ample spoce for 
materials to be stored, and is a comfortable, colorful space for ortHnoking. 

Public progroms — including an annual community day and open viewing days— ore particularly important 
to Chinoti in serving local residents who want to enjoy the museum outside of the fixed tour program. 
Community Day, a free day for Marfa residents each spring, offers free viewing of all the exhibitions— 
which visitors con enjoy at their own pace— a free community meal, and familycenlered art projects and 
exhibition taib. Gauging the popubrity of 'open* days like Community Day, Chinoti began offering Open 
Viewings of permanent and temporary instolbtions to appeal to locals cmd return visitors. These viewings 
take pbce at sunrise or sunset, when the museum is normally cbsed, attd albw visitors to experience first- 
hand the juxtaposition of art and nature in the solitude of down or dusk. Viewings unbilingly exceed staff 
expectattons, drawing upwards of 100 peopb to each event, last Ml, Chinoti partnered with the local 4-H 
club and invited students to conduct a floral and buna hike around the museum campus bHowing an open 
viewing at dawn. 

Internships are central to our community engagement activities, and the Chinoti Internship Program is 
unique among museum internships. Interns work closely with staff, training in all aspects of museum 
operations. They reside in buibings situoted among the art installations, thereby experiencing the collection 
in a way that would be impossible in any other museum setting. Since its inception in 1 990, the program 
has brought over 240 young people to Morb from across the U.S. and 1 5 countries. In addition to free 
housing, Chinoti provides transportation and a modest stipend of $100 per week. Chinoti currently 
maintains a roster of five interns, with two focused on conservotion and development. Many Chinoti interns 
elect to remain in Abrb after completing their internships and contribute to the growth, stability, and culture 
of the region. 
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Chinati has recently established a garden to grow vegetables and plants suited to the museum's arid, high- 
desert location. Garden programs will engage oil Marfa residents with hands-on activities for Children's Art 
Classes, a dye and fabric workshop for students and adults, and a clay-to-table workshop in which 
participants will make their own serving dishes and share recipes over a potiuck dinner. The museum will 
further engage the community by initiating a garden advisory board of local gardening experts, interns and 
staff, and other interested volunteers. 

The Chinati Foundation's educational and public programming initiatives are at the core of the museum's 
mission to make Chinati's collection accessible to the public. The Museums for America grant has made it 
possible for Chinati to grow these programs and engage our local community. If you have any questions or 
would like to learn more about our educational programs, I would be hoppy to answer any questions. You 
may contact me at 432.729.4362 or tkellein^hmoti.ora . 


Sincerely, 



Thomas Kellein 
Director 
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Commissioned Officers Association 
of the U.S. Public Health Service 

Gerard M. Farrell 
Captain U.S. Navy (Ret) 
Executive Director 


29 February 2012 


The Honorable Denny Rehberg, Chair 

The Honorable Rosa DeLauro, Ranking Member 

Subcommittee on Labor, Health and Human Services, Eiducation, and Related Agencies 
Committee on Appropriations 
U.S. House of Representatives 

Dear Chairman Rehberg and Ranking Member DeLauro: 

On behalf of the Commissioned Officers Association of the U.S. Public Health Service, Inc. (COA), I ask to 
submit this statement for the record. 1 speak for our members, all of whom are active-duty or retired officers of 
the Commissioned Corps of the U.S. Public Health Service (USPHS). 

This Association respectfully makes one request: Support for a congressionally-authorized (but unfunded) 
workforce program to recruit and train public health physicians, dentists, nurses, physician assistants, and 
mental health experts for public service careers in the USPHS Commissioned Corps. The program is called the 
United States Public Health Sciences Track. Its annual cost is estimated at $160 million. 

Background and Rationale 

This program was authorized in Section 5315 of the Affordable Care Act (Public Law 1 1 1-148), which is now 
before the U.S. Supreme Court. Despite the intense controversy surrounding other aspects of this law, there has 
never been, to our knowledge, any opposition to the Public Health Sciences Track expressed by any Member of 
Congress, Regardless of the Court’s decision, our nation will still need a way to replenish and grow the USPHS 
Commissioned Corps and its active-duty force of 6,500 health professionals. 

The Public Health Sciences Track means guaranteed jobs for all graduates. This is because there are thousands 
of unfilled positions, i.e., potential billets, for qualified clinicians who are willing to serve as unifonned public 
health professionals in Indian Country (e.g., Alaska and the American southwest), and in underserved urban and 
rural areas in nearly every state. 

USPHS health professionals also serve side-by side with Armed Forces personnel at home and abroad, on joint 
training missions, and even in forward operating bases in combat zones. USPHS psychiatric nurses have treated 
injured soldiers under fire in Afghanistan. At home, USPHS psychologists and other mental health specialists 
have been detailed to the military to treat returning soldiers and Marines suffering from traumatic brain injury 
and post-traumatic stress disorder. The PHS Commissioned Corps is a public health and national security force 
multiplier. 

The proposal as set forth in Section 5315 of the ACA, would provide for 850 annual scholarships for medical, 
dental, nursing, and public health students who commit to public service careers in the USPHS. Such a program 
would be the first dedicated pipeline into the USPHS Commissioned Corps. The law would reserve ten slots at 
the Uniformed Services University of the Health Sciences (USUHS), which is the medical school and research 
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institute for uniformed services personnel (Army, Navy, Air Force, Public Health Service). All the rest would be 
distributed among interested schools of medicine, dentistry, nursing, etc., based on recommendations of the U.S. 
Surgeon General. 

Funding 

The ACA provision authorizing the Public Health Sciences Track identified an existing source of funds. Support 
was to come from the Public Health and Social Services Emergency Fund. The law directed the DHHS 
Secretary to “transfer from the Public Health and Social Services Emergency Fund such sums as may be 
necessary” (Sec. 274). That transfer of funds transfer never occurred, and we understand it is now precluded by 
Imguage in the Continuing Resolution (CR). That is why an appropriation is necessary to keep this program 
alive. 

I would be pleased to expand on these points or to answer any questions. I can be reached at the COA offices at 
301-731-9080, ext. 21 1, or on my personal cell phone at 410-353-4513. 

Sincerely 



Gerard M. Farrell 
Captain, USN (Ret.) 

Executive Director 
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Statemeat of the Coalition of Northeastern Governors 
to the 

Subcommittee on Labor, Health and Human Services, Education, 
and Related Agencies 
Committee on Appropriations 
United States House of Representatives 
Regarding FY2013 Appropriations for the 
Low Income Home Energy Assistance Program (LIHEAP) 
March 29, 2012 


As the Subcommittee on Labor, Health and Human Services, Education, and Related Agencies 
begins to develop the FY2013 Labor, HHS, Education, and Related Agencies appropriations bill, 
the Coalition of Northeastern Governors (CONEG) urges you to fund the Low Income Home 
Energy Assistance Program (LIHEAP) at the most current authorized level of $5.1 billion, with 
at least $4.5 billion in the core block grant program and additional contingency funding for 
unforeseen emergencies. We urge you to provide these funds in a manner consistent with the 
1994 LIHEAP statute - “to assist low-income households, particularly those with the lowest 
incomes that pay a high proportion of household income for home energy, primarily in meeting 
their immediate home energy needs.” 

The governors appreciate the Subcommittee’s continued support for the Low Income Home 
Energy Assistance Program, and recognize the difficult fiscal challenges facing Congress this 
year. However, the need that the LIHEAP program meets - immediate assistance that allows the 
most the vulnerable low-income households to pay their home energy bills - is great and 
continues to grow. 

LIHEAP is targeted to households whose income hovers near the federal poverty level, which for 
a two-person household is less than $15,000 per year. Over 90 percent of LIHEAP households 
have at least one member defined as “vulnerable” - elderly, disabled or a small child. In 
addition, a recent National Energy Assistance Directors’ Association survey found that the 
number of households with veterans receiving LIHEAP assistance has increased by more than 
1 50 percent from 695,760 in F Y2008 to 1 .78 million in FY20 1 1 . 

In the face of recent reductions in LIHEAP fimding, the northeast states’ LIHEAP programs 
faced a reduction of 20 to 25 percent in their FY2012 allocation compared to FY201 1 . This 
reduction creates considerable pressures and challenges in stretching the scarce LIHEAP dollars 
while still providing a meaningful benefit. States have responded to the reduced LIHEAP funds 
in a number of ways. For example, eligibility for LIHEAP assistance has been tightened. The 
application season has been reduced. The number of households served this season will be 
lower. Most criticallv, a number of states have had to reduce benefits. Many northeast states 
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have also stretched their own limited budgets to provide millions of dollars in supplemental 
LIHEAP funds. Few northeast states will have carry-forward funds at the end of the current 
season. If the FY2013 appropriations are delayed, the lack of carry-forward funds creates an 
additional challenge for cold-weather states, where early winters create the need for benefits in 
the fall. A fimding level of $4.5 billion in the block grant program provides the certainty that 
states need to plan and implement a cost-effective program. 

The threat of reduced LIHEAP fimding comes as home heating oil prices continue their steady 
year-to-year rise. According to the most recent weekly price reports of the Energy Information 
Administration (March 19, 2012), residential heating oil prices now exceed $4.00 per gallon, and 
have risen steadily over the past month, even as winter temperatures moderate. These rising 
energy prices continue to erode the purchasing power of each LIHEAP dollar received by low- 
income households, particularly in the Northeast, which is more dependent on home heating fuel 
than any other region of the country. Almost 82 percent of the eight million U.S. households that 
use heating oil to heat their homes are located in this region, and they have limited options to 
switch to lower-cost residential fuels. 

At current prices, a typical LIHEAP benefit would pay for less than 30 percent of the total 
heating expenditure for a household using 800 gallons of heating oil during the season. Unlike 
most households that heat with natural gas or electricity, households that rely upon delivered 
fuels do not have the protection of a shut-off moratorium. If a household cannot afford to 
purchase home heating fuel, the delivery truck simply does not come, and the household is left in 
the cold. Adequate, predictable and timely federal funding is vital for LIHEAP to assist these 
vulnerable, low-income households faced with increasing home energy bills. 

The CONEG governors appreciate the Subcommittee’s continuing support for LIHEAP, and 
urge that it fund the program at $5.1 billion, with a $4.5 billion fimding level for the core 
LIHEAP block grant program and additional contingency funds provided to address unforeseen 
energy emergencies. An adequate and certain level of funding vrill help states to provide 
meaningful assistance to some of the nation’s most vulnerable low-income households as they 
attempt to pay their home energy bills. 


CONEG FY2013 LIHEAP Testimony 
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OQE 

COUNCIl^rOPPORtUNtTY in EDUCATION 


March 29, 2012 

The Honorable Denny Rehberg The Honorable Rosa DeLauro 

Chairman Ranking Member 

Labor, Health and Human Services, Education, and Labor, Health and Human Services, Education, and 
Related Agencies Appropriations Subcommittee Related Agencies Appropriations Subcommittee 
2448 Rayburn House Office Building 2413 Rayburn House Office Building 

Washington, DC 205 1 5 Washington, DC 205 1 5 

Dear Chairman Rehberg and Ranking Member DeLauro; 

Over the last several years, our nation has struggled to overcome the greatest economic crisis 

since the Great Depression. More and more Americans are turning to education as a means to lift their 

families out of poverty and empower their local communities. The Federal TRIO Programs, which serve 

approximately 800,000 low-income, potential first-generation college graduates, presents a unique, yet 

ideal mechanism to achieve our mutual goals of increased college access and completion, enhanced 

employment prospects for veterans and adults returning to the workforce and strengthened status within 

the global marketplace. To that end, I am pleased to submit the following recommendations for 

increases in TRIO funding. 

Send Our Returning Veterans Back to the Classroom 

With the wind down of overseas military conflicts, several thousand servicemen and -women 
are returning home and need help to re-enter the classroom and re-engage in civilian life and their local 
communities. Yet, there are only 47 of TRIO’S Veterans Upward Bound (VUB) programs. Through an 
increase of $13.5 million. Congress could double the program’s capacity and allow 12,000 veterans 
(total) to receive TRIO services. This is a more than worthwhile investment in those who have sacrificed 
so much for our nation. 


1025 Vermont Ave., NW, Suite 900, Washington. DC 20005 w 202.347.7430 i 202.347.0786 www.coenet.us 
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Help More Out-of-Work Adults and Low-Wage Earners Boost Their Employability 

trio’s Educational Opportunity Centers (EOC) target displaced and underemployed 
workers and guide these prospective students through the challenges of obtaining secondary education 
credentials, selecting and enrolling in appropriate postsecondary programs and/or navigating through the 
complex financial aid process. Currently, there are only 128 EOC programs supporting approximately 
192,000 adult learners across the country. By infusing just $14.9 million into the EOC program, 
Congress could fund 38 additional programs — increasing the program’s reach by 30% to serve an 
additional 58,000 students — and provide much needed relief to existing programs, which have sustained 
significant funding cuts in recent years. 

Increase Retention and Graduation Rates Among Low-Income College Students 

TRIO’S Student Support Services (SSS) program helps low-income and first-generation 
students, including students with disabilities, to successfully begin and stay in college. Participants 
receive tutoring, counseling, and remedial instruction in order to achieve their goals of college 
completion. Serving nearly 203,000 students through just over 1,000 programs on college campuses 
across the country, SSS is ripe for investment. By pouring $46.8 million into current programs. 
Congress would allow the host colleges and universities to serve an additional 32,000 students within a 
matter of weeks. This would represent a 1 5% increase in the number of low-income college students 
served by SSS. 

Preserve Opportunity for Low-Income and Underrepresented Students to Pursue Graduate 
Education 

TRIO’S Ronald E. McNair Postbaccalaureate Achievement program encourages and 
prepares low-income, first-generation and other underrepresented students to achieve doctoral degrees. 
The McNair program provides research opportunities, faculty mentoring and other supports necessary 
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for such students to enter into and complete challenging degree fields. Recently, the Department of 
Education cut funding for this program by $10 million (21%) and announced an intention to fund one- 
third fewer programs in the pending grant competition. By restoring this funding in FY 2013, Congress 
could restore services to approximately 2,000 students and allow these programs to build upon their 
track record of success in producing academics and other thought leaders in disciplines vital to our 
national interest, such as engineering and mathematics. 

Restore Services to Students in the Pipeline 

Due to funding cuts, several thousand low-income, potential first-generation college 
graduates have missed out on the opportunity to participate in TRIO. By infusing $71.4 million into the 
programs, Congress could allow 55,000 middle and high school students to receive services through 
Talent Search, Upward Bound and Upward Bound Math-Science. 

With a longstanding history of helping low-income youth and adults become the first in their 
families to earn college degrees, the Federal TRIO Programs are a ready resource to meet the needs of 
our veterans, adult learners, students with disabilities and other low-income students. Even during this 
time of austerity, it is critically important to make sound investments that put our nation on a sound 
economic path and strengthen communities and families. This strategy proposes to do just that. 

In addition to these funding concerns, 1 would request that your Subcommittee take particular 
action to remedy the Department of Education's mishandling of these programs. 

Imposing a Competitive Preference Priority that Moves Upward Bound grants from 
many states into Illinois - and particularly into Chicago. By adding “competitive priorities” - and 
giving extra points to institutions and agencies that addressed those priorities - in the Upward Bound 
competition (and also, it is expected, in the Upward Bound Math/Science competition), the Department 
intends to reward institutions and agencies that address those priorities. The first of three competitive 
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priorities awards applicants an extra 5 points out of a total possible of 125 by serving “Persistently 
Lowest Achieving Schools” (PLAS) as defined by the Department (and not the applicant’s state). 
Because Upward Bound does not serve elementary school students, and since many states labeled more 
elementary schools than secondary schools as PLAS, applicants from certain states have a five point 
advantage over most applications from states that concentrated on elementary schools as PLAS. As a 
consequence, for example, institutions and agencies serving almost 60 schools in Chicago qualify for the 
extra five points. Meanwhile NO institutions and agencies serving schools in Idaho qualify and only a 
handful of institutions in Montana and Connecticut qualify. 

The Upward Bound competition closed Friday, March 16, but it is estimated that only about 
25% of applications qualified for extra points under the first competitive priority, serving PLAS. Other 
applicants simply could not earn these points because there were no nearby PLAS. It is possible that this 
issue also raises civil rights concerns because among the applicants disadvantaged are those serving 
schools on Indian reservations and applicants serving schools in Southern states such as Alabama and 
West Virginia that have very low numbers of qualifying PLAS. 

Despite the fact that Congress provided the Department of Education an extra year to 
prepare for and conduct TRIO competitions, and despite the fact that the Appropriations 
Committee gave specific direction to the Department to avoid delays in TRIO competitions in the 
FY 11 Omnibus, ED remains0020unable to announce grants in a timely fashion. In one (of two) 
TRIO competitions in FY 2011, grants were so late that many expired before announcements were 
made. Those programs. Educational Opportunity Centers - which help unemployed and under- 
employed workers and other low-income adults get the education and training they need to prepare for 
good jobs - were forced to close down. Many educators were laid off, and many more left their 
employment given the uncertainty surrounding funding continuation. It is anticipated that this same 
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problem will again occur all throughout the summer. The last time an Upward Bound competition was 
held, five years ago, applications had to be submitted in November and grant announcements were not 
made until May. This year, through a series of missteps, the Department closed and then re-opened the 
competition for Upward Boimd with applications not being finally due until March 16. Although 
current grants to over 300 institutions and agencies will have expired by June 1, the Department can 
provide no assurance that grant notifications will be made by that time. Upward Bound staff are already 
receiving termination notices, and very few colleges can plan summer programs with no assurance that 
funds will be available. The situation is compounded because - with the end of an infusion of 
mandatory monies - it is known that at least 150 previously funded Upward Bound programs will be 
discontinued. 

These acts demonstrate a lack of due care with the federal funds with which your 
Subcommittee has entrusted the Department in the Administration of the TRIO programs. Therefore, in 
addition to addressing the ever-pressing funding needs of TRIO, I respectfully request your leadership in 
remedying the administrative ills noted above. 

On behalf of the low-income, first-generation students served by TRIO, I thank you for your 
consideration of this testimony. 

Sincerely, 



Arnold L. Mitchem 
President 
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COPD FOUNDATION 
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March 29, 2012 


SUMMARY OF RECOMMENDATIONS: 

The Foundation requests that the National Institutes of Health, National Heart Limg, 
and Blood Institute, National Institute of Allergy and Infectious Diseases and 
National Institute on Aging, increase the investment in Chronic Obstructive 
Pulmonary Disease and that the Centers for Disease Control and Prevention initiate a 
federal partnership with the COPD community to achieve the following goals: 

• $32 billion for the NIH for FY 2013 — ^that is a 4.5% increase for the NIH 
over its FY 2012 funding level. 

• Promotion of basic science and clinical research related to COPD; 

• Programs to attract and train the best young clinicians for the care of 
individuals w'ith COPD; 

• Support for outstanding established scientists to work on problems within the 
field of COPD research; 

• Development of effective new therapies to prevent progression of the disease 
and control symptoms of COPD; 

• Expansion of public awareness and targeted detection to promote early 
diagnosis and treatment. 


The ntisckm of the COPO Fcwndatfon is to develop and support which hnprove the quaUCy of life fcseaitdi, 

education, ewty diagnosis, and enhanced therapy for penens vrtwse lives are impacted by Omitdc MaSnirtive PidfiMHtary Itisease. 
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COPD - Almost always preventable; Almost always treatable; someday curable. 

Mr. Chairman and members of the Subcommittee thank you for the opportunity to submit 
testimony for the record on behalf of the COPD Foundation. 

The COPD Foundation has a clear mission: to develop and support programs, which improve the 
quality of life through research, education, early diagnosis, and enhanced therapy for persons 
whose lives are impacted by Chronic Obstructive Pulmonary Disease (COPD). The COPD 
Foimdation was established to speed innovations which will make treatments more effective and 
affordable. It also undertakes initiatives that result in expanded services for COPD patients and 
improves the lives of patients with COPD through research and education that will lead to 
prevention and someday a cure for this disease. 

COPD: Third leading came of death and rising 

COPD is an umbrella term used to describe progressive lung diseases including emphysema, 
chronic bronchitis, refractory (non-reversible) asthma, and some forms of bronchiectasis. This 
disease is characterized by increasing breathlessness. The NTH, National Heart, Lung and Blood 
Institute estimates that 12 million adults have COPD and another 12 million are undiagnosed. 
Smoking is not the only cause of COPD; second-hand smoke, occupational dust and chemicals, 
air pollution and genetic factors such as Alpha- 1 Antitrypsin Deficiency also cause COPD. Dr. 
Susan Shurin, Acting Director, of NHLBI responsible for the Learn More Breathe Better© 
COPD education and awareness program notes that, “Half of the people living with COPD don’t 
know it even though it is relatively simple to diagnose with spirometry.” 

COPD while chronic is often characterized by exacerbations that can cause considerable lung 
deterioration that possibly could be avoided with medication compliance and education. There 
are 500,000 to 1 million hospitalizations for COPD each year, and because of these high rates of 
hospitalizations and readmissions the Affordable Care Act targeted COPD as an area of 
improvement in readmissions. Costs related to COPD are rising and estimated to be about $50 
billion per year. 

A majority of patients with COPD also have at least one other chronic condition and receive care 
from more than one healthcare provider (primary care physicians, pulmonologists, nurses, or 
respiratory therapists). In 2006, the COPD Foundation presented the results of its study on co- 
morbidities at the American Thoracic Society International Conference. The COPD and Co- 
Morbidities Survey identified other chronic conditions and the extent of these illnesses, and also 
determine use of medications for these additional illnesses. 8 1 % percent of the household 
sample with COPD described having over six co-morbid conditions. Thus it is critical that not 
only do individuals with COPD receive proper diagnosis and treatment but that it is also 
recognized that they will need proper diagnosis and treatment for co-morbid conditions that may 
also be chronic in nature. 

Utilization of Healthcare Services: Individuals diagnosed with COPD and those with COPD who 
are undiagnosed seek treatment from Emergency Services when they find themselves in an 
episode of severe respiratory distress. (Survey: “Confronting COPD in America” found that in 
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those age 45-54, 27% had at least one emergency room visit within the past year for their 
condition.) Common in emergency services is to treat the patient by relieving the present 
distress and discharging them with the directive to follow up with their personal physician. 
Relieved that the episode is past, individuals are eager to resume their usual schedule and are 
often unable to afford an office visit or don’t even have a personal physician. Thus there is no 
medical follow up, leading them to repeat this scenario, requiring expensive emergency services 
again, within months, weeks, or even days. Improvement needs to be made in understanding 
transitions through the healthcare delivery system while continuing to meet the immediate 
clinical needs of the COPD patient. 

COPD Foundation Infrastructure is built for Research: The COPD Foundation has worked with 
the FDA to establish biomarkers that will facilitate expedited drug development. The COPD 
Foundation has worked with the National Institutes of Health to encourage funding of research 
that looks at the relationship of COPD and genetics while exceeding its goal of recruiting 10,000 
research subjects the largest COPD cohort ever organized. COPDGene has enrolled more than 
10,000 smokers with and without COPD across the GOLD stages that includes traditionally 
underserved populations of both Non-Hispanic whites and Affican- Americans. The COPD 
Foundation Research Registry is a confidential database of individuals diagnosed with COPD or 
at risk of developing COPD. The Registry was established in 2007 by the COPD Foundation to 
help researchers learn more about COPD and to help people interested in COPD research find 
opportunities to participate. The Registry operates under the direction of the COPD Foundation’s 
Board of Directors and is guided by an Oversight Committee comprised of leaders in the 
medical, ethical, scientific and COPD communities and ensures the strictest confidentiality of 
participant information. 

The Medical Needs of the COPD Community have gone unmet 
While smoking is a predominant cause of COPD it is not the only cause. Other significant factors 
are second hand smoke, occupational dusts and chemicals, air pollution, and a genetic cause 
called alpha- 1 antitrypsin deficiency. The other leading causes of death have seen great 
improvements over the past several decades. While the mortality of COPD rose by 163% from 
1965-1998, the mortality of coronary heart disease decreased by 59% and the mortality of stroke 
decreased by 64%. 

And yet this third leading cause of death is a hidden, silent killer. There is a lack of awareness 
among the public that coughing and breathlessness is not a normal sign of aging. Those 
diagnosed with this disease are quick to blame themselves and are ashamed of their disease 
because of the current societal stigma. Many lack the information for proper disease self- 
management, which could easily prevent exacerbations and thusly, many hospital and emergency 
room visits. 

Currently, the only therapy shown to improve survival is supplemental oxygen. There are other 
therapies that can improve symptoms but they do not alter the natural history of the disease. 

COPD is fairly easy to detect; in addition to symptoms of breathlessness, cough and sputum 
production, spirometry is a quantitative test that measures air volume and air flow in the lung and 
is relatively easy and inexpensive to administer. 
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The COPD Foundation believes that significant federal investment in medical research is critical 
to improving the health of the American people and specifically those affected with COPD. The 
support of this Subcommittee has made a substantial difference in improving the public's health 
and well-being. While this is by no means an exhaustive list, the Foundation wishes to recognize 
and appreciate the efforts of the National Institutes of Health in creating the COPD Clinical 
Research Network, for conducting a COPD state of the science conference, and launching a 
national education campaign. 

Chronic disease have a profound human and economic toll on our nation. Nearly 125 million 
Americans today are living with some form of chronic condition. The Foundation recognizes 
that the Centers for Disease Control and Prevention understands that COPD is one of the only 
top ten causes of death that is on the increase, however, COPD has not been designated the 
resources to be a major focus of the CDC. The Foundation urges the Subcommittee to encourage 
the CDC to expand its data collection efforts and to expand programs aimed at education and 
prevention of the general public and health care providers. 

COPD is a condition that has a high probability of unprovability via research with the 
potential for new evidence to improve patient health, well being, and the quality of care. 

Specific Areas of Concern and Recommendations: 

The Foundation requests that the National Institutes of Health, National Heart Lung, and Blood 
Institute, National Institute of Allergy and Infectious Diseases and National Institute on Aging, 
increase the investment in Chronic Obstructive Pulmonary Disease and that the Centers for 
Disease Control and Prevention initiate a federal partnership with the COPD community to 
achieve the following goals: 

• Promotion of basic science and clinical research related to COPD; 

• Programs to attract and train the best yotmg clinicians for the care of individuals with 
COPD; 

• Support for outstanding established scientists to work on problems within the field of 
COPD research; 

• Development of effective new therapies to prevent progression of the disease and control 
symptoms of COPD; 

• Expansion of public awareness and targeted detection to promote early diagnosis and 
treatment. 
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CENTER FOR 


PUPPEfflY 


March 29, 2012 

Testimony of Vincent Anthony, Executive Director 
Center for Puppetry Arts 
Atlanta, Georgia 

To the House Appropriations Subcommittee On Labor, Health and Human Services, Education, 
and Related Agencies Subcommittee Members 

Summary: In support of at least $35 million for the Institute of Museum and Library Services 
(IMLS) Office of Museum Services (OMS) 

Chairman Rehberg, Ranking Member DeLauro, and Members of the Subcommittee; 

My name is Vincent Anthony, and I am the Executive Director and founder of the Center 
for Puppetry Arts in Atlanta, Georgia. Thank you for the opportunity to write to you today to 
underscore the vital role that the grant program of the Institute of Museum and Library Services 
(IMLS) provides to museums throughout the county. Before establishing the Center for 
Puppetry Arts in 1978, 1 was a puppeteer touring and promoting puppetry throughout the 
country. While on tour I dreamed of one day creating a center that would be both a resource to 
performers and a place where children and adults could be educated and inspired through 
puppetry. In 1978, with the help of a small contingent of supporters, including Jim Henson, I 
was able to see my dream become a reality. 

Since the Center’s inception, we have worked to serve the diverse population of Atlanta, 
the state of Georgia, and the country at large. The Center seeks to touch lives through the art of 
puppetry through performance, museum exhibits and education programs. Our goal is to 


1404 Spring Street, NW • Atlanta. Georgia USA 30309*2620 • www.puppet.org 
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develop and explore the art form; provide memorable artistic experiences; unlock the 
imagination; inspire every generation; and support the artists and staff behind the puppets. The 
Center exhibits the largest publically accessible collection of puppetty objects, including works 
by Jim Henson, creator of the Muppets. This includes a unique archive of books, periodicals and 
media devoted to puppetry that is unlike any in the country. Tlie Center is the Headquarters of 
UNIMA-USA, the American branch of the international puppetry organization. Union 
International de la Marionnette which further demonstrates our importance in the field of 
puppetry. 

IMLS has been invaluable to the Center as we continue our efforts toward achieving 
American Association of Museums accreditation. Grants from IMLS have provided the Center 
with access to well-respected curators and conservationists to aid in the preservation of our 
puppets and related objects. With our first grant in 2007-2008 granting period, our expansive 
Asian puppeti 7 collection was photographed, inventoried, and evaluated for restoration 
treatment. Six hundred and fifty-seven objects were evaluated and treatments were performed on 
two key pieces of the collection to protect them for future generations. The experts that worked 
with the museum department also conducted workshops about collections management and 
conservation to educate members of the Center’s staff in other departments about the importance 
of the collection and its preservation. These workshops were recorded so that future staff 
members could also be educated on the proper techniques to use when storing and handling the 
objects as well as the best practices for safe display. This broadened the impact of the program 
outside of just the museum department and led to improved housing procedures being 
implemented and better information provided to the public concerning proper storage and care of 


puppets. 
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From November !, 2008 to October 31, 2009 IMLS provided funds for the Center to 
conduct a comprehensive inventory of its permanent museum collection and loaned objects 
including more than 2,000 puppets and related performing objects from around the world. This 
inventory was extensive. Every item was photographed, described and its location recorded. It 
was the first wall to wall inventory of the collection conducted in over twenty years. The 
Center’s storage and exhibition spaces were thoroughly examined. This made locating specific 
objects in storage more accessible do to the improved accuracy of the collections database. Being 
able to locate one specific object without disrupting any other objects is a safer more efficient 
way to access collections for future care and display. It also increased the quality of the 
information that the docents and staff can provide to the patrons who visit the Center. 

Thank you for the opportunity to write to the Committee about this important subject. 
IMLS has played a large role in the Center’s development of a sophisticated, polished and user- 
friendly museum that can be both utilized by historical research professionals and enjoyed by the 
general public. The Center for Puppetry Arts has long been a leading voice in the field of 
puppetry, and we greatly appreciate the support of IMLS which has been so important to our 
mission. 1 respectfully ask the Subcommittee Members to consider the impact of these previous 
IMLS funds, and I hope the budget for next year will be at a level that will allow organizations 
such as ours to continue to benefit from this vital institution. 



Barbara and Bill Wylly Executive Director 
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Testimony Submitted to the House Appropriations Subcommittee on 
Labor, Health and Human Services, Education 
William L. Dewey, Ph.D. 

The College on Problems of Drug Dependence 

Mr. Chairman and Members of the Subcommittee, thank you for the opportunity to submit 
testimony to the Subcommittee in support of the National Institute on Drug Abuse. The College 
on Problems of Drug Dependence (CPDD), a membership organization with over 800 members, 
has been in existence since 1929. It is the longest standing group in the United States addressing 
problems of drug dependence and abuse. The organization serves as an interface among 
governmental, industrial and academic communities maintaining liaisons with regulatory and 
research agencies as well as educational, treatment, and prevention facilities in the drug abuse 
field. CPDD also often works in collaboration with the World Health Organization. 

Drug abuse is costly to Americans; it ruins lives, while tearing at the fabric of our society and 
taking a huge financial toll on our resources. Beyond the unacceptably high rates of morbidity 
and mortality, drug abuse is often implicated in family disintegration, loss of employment, 
failure in school, domestic violence, child abuse, and other crimes. Placing dollar figures on the 
problem; smoking, alcohol and illegal drug use results in an exorbitant economic cost on our 
nation, estimated at over $600 billion annually. We know that many of these problems can be 
prevented entirely, and that the longer we can delay initiation of any use, the more successfully 
we mitigate future morbidity, mortality and economic burdens. 
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Over the past three decades, NIDA-supported research has revolutionized our understanding of 
addiction as a chronic, often-relapsing brain disease -this new knowledge has helped to correctly 
situate drug addiction as a serious public health issue that demands strategic solutions. By 
supporting research that reveals how drugs affect the brain and behavior and how multiple 
factors influence drug abuse and its consequences scholars supported by NIDA continue to 
advance effective strategies to prevent people from ever using drugs and to treat them when they 
cannot stop. 

NIDA supports a comprehensive research portfolio that spans the continuum of basic 
neiuoscience, behavior and genetics research through medications development and applied 
health services research and epidemiology. While supporting research on the positive effects of 
evidence-based prevention and treatment approaches, NIDA also recognizes the need to keep 
pace with emerging problems. We have seen encouraging trends - significant declines in a wide 
array of youth drug use — over the past several years that we think are due, at least in part, to 
NIDA’s public education and awareness efforts. However, areas of significant concern, such as 
prescription drug abuse, remain and we support NIDA in its efforts to find successful approaches 
to these difficult problems. 

Recognizing that so many health research issues are inter-related, CPDD requests that the 
subcommittee provide at least $32 billion for the National Institutes of Health, which is a $1.3 
billion or 4.3 percent increase over FY12. This will allow NIH to keep up with inflation. 
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Because of the critical importance of drag abuse research for the health and economy of our 
nation, we also request that you provide a proportionate increase for the National Institute on 
Drag Abuse. 

In addition, to highlight certain priority research areas within NIDA’s portfolio, we respectfully 
request that you include the following language in the Committee Report accompanying the 
Fiscal Year 2013 funding recommendation for the National Institute on Drug Abuse: 

Medications Development With the recent reduction in the efforts of the pharmaceutical 
industry to develop new medications to treat diseases of the brain, the committee encourages 
NIDA to continue to increase their efforts to develop medications to treat diseases of addiction. 
Reasonable success has occurred in the past and recent advances in knowledge support this 
effort. 

Translational Research. The committee encourages NIDA to continue its efforts to increase our 
knowledge of how genetics, age, environment and other factors affect the use of experimental 
drags and the development of addiction. 

Education. The educational efforts of NIDA to inform the public of the deleterious effects of 
abused substances and the life-threatening dangers of drug addiction are recognized and 
encouraged. Progress in this area has contributed to the decreased abuse of nicotine and its long 
term medical consequences, including death. Adolescents and returning veterans and their 
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families are at a high risk for drug abuse and therefore should be areas of concentration for these 
educational efforts. 

Prevention and Treatment The committee recognizes the reported increase in abuse of 
marijuana and prescription drugs and encourages NIDA to support innovative approaches to 
prevent and treat this abuse and the resulting harmful effects. The concentration in these areas 
should compliment efforts to prevent and treat addiction of all abused substances. 

Prescription Drug Abuse. Prescription drug abuse has been the focus of much work by NIDA 
and its grantees and although significant progress has been made, the committee encourages 
NIDA to maintain its comprehensive leadership role in the effort to halt this epidemic. 

Military Personnel, Veterans, and Their Families. The Committee commends NIDA for its 
successful efforts to coordinate and support research with the Department of Veterans Affairs 
and other NIH institutes on substance abuse and associated problems among U.S. military 
personnel, veterans and their families. Many military personnel need help confronting war- 
related problems including traumatic brain injury, post-traumatic stress disorder, depression, 
anxiety, sleep disturbances, and substance abuse, including tobacco, alcohol and other drugs. 
Many of these problems are interconnected and contribute to individual health and family 
relationship crises, yet there has been little research on how to prevent and treat the unique 
characteristics of wartime-related substance abuse issues. The Committee encourages NIDA to 


continue work in this area. 
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The nation’s previous investment in scientific research to fiirther understand the effects of 
abused drugs on the body has increased our ability to prevent and treat addiction. As with other 
diseases, much more needs be done to improve prevention and treatment of these dangerous and 
costly diseases. Our knowledge of how drugs work in the brain, their health consequences, how 
to treat people already addicted, and what constitutes effective prevention strategies has 
increased dramatically due to support of this research. However, since the number of individuals 
continuing to be affected is still rising, we need to continue the work until this disease is both 
prevented and eliminated from society. 

We understand that the FY2013 budget cycle will involve setting priorities and accepting 
compromise, however, in the current climate we believe a focus on substance abuse and 
addiction, which according to the World Health Organization account for nearly 20 percent of 
disabilities among 15-44 year olds, deserve to be prioritized accordingly. We look forward to 
working with you to make this a reality. Thank you for your support for the National Institute on 
Drug Abuse. 
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Programs funded within the Department of Health and Human Services 

Submitted to the Subcommittee on Labor, 
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Dr. Julia M. Watkins, Executive Director 
Council on Social Work Education 
Phone; (703) 683-8080 
E-mail: jwatkins@cswe.org 


On behalf of the Council on Social Work Education (CSWE), I am pleased to offer this written 
testimony to the House Appropriations Subcommittee on Labor, Health and Human Services, Education, 
and Related Agencies for inclusion in the official Committee record. I will focus my testimony on the 
importance of fostering a skilled, sustainable, and diverse social work workforce to meet the health care 
needs of the nation through professional education, training and financial support programs for social 
workers at the Department of Health and Human Services (HHS). 

CSWE is a nonprofit national association representing more than 3,000 individual members and 
more than 650 master's and baccalaureate programs of professional social work education. Founded in 
1952, this partnership of educational and professional institutions, social welfare agencies, and private 
citizens is recognized by the Council for Higher Education Accreditation (CHEA) as the single accrediting 
agency for social work education in the United States. Social work education focuses students on 
leadership and direct practice roles helping individuals, families, groups, and communities by creating 
new opportunities that empower people to be productive, contributing members of their communities. 



309 


J. Watkins, Council on Social Work Education, March 28, 2012 

Recruitment and retention in social work continues to be a serious challenge that threatens the 
workforce's ability to meet societal needs. The U.S. Bureau of Labor Statistics estimates that 
employment for social workers is expected to grow faster than the average for all occupations through 
2018, particularly for social workers specializing in the aging population and working in rural areas. In 
addition, the need for social workers specializing in mental health and substance use is expected to grow 
by almost 20 percent over the 2008-2018 decade.^ 

CSWE understands the difficult funding decisions Congress is faced with this year given the 
fragile state of the U.S. economy. In these challenging times, it is my hope that the Committee will 
prioritize funding for health professions training in fiscal year (FY) 2013 to help to ensure that the nation 
continues to foster a sustainable, skilled, and culturally competent workforce that will be able to keep 
up with the increasing demand for social work services and meet the unique health care needs of 
diverse communities. 

Health Resources and Services Administration (HRSA) 

Title VII and Title VIII Health Professions Programs 

CSWE urges the Committee to provide $SZ0 million in FY 2013 for the health professions 
education programs authorized under Titles VII and VIII of the Public Health Service Act and 
administered through HRSA. HRSA's Title VII and Title VIII health professions programs represent the 
only federal programs designed to train health care providers in an interdisciplinary way to meet the 
health care needs of all Americans, including the underserved and those with special needs. These 
programs also serve to increase minority representation in the health care workforce through targeted 
programs that improve the quality, diversity, and geographic distribution of the health professions 
workforce. The Title VII and Title VIII programs provide loans, loan guarantees and scholarships to 

‘ U.S. Bureau of Labor Statistics. 2009. Occupational Outlook Handbook, 2010-11 Edition: Social Workers, 
httD://data.bls.oov/cai-bin/Drint.ol/oco/ocos060.htm , Retrieved March 28, 2012. 
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students, and grants to institutions of higher education and non-profit organizations to help build and 
maintain a robust health care workforce. Social workers and social work students are eligible for 
funding from the suite of Title VII health professions programs. 

The Title VII and Title VIII programs were reauthorized in 2010, which helped to improve the 
efficiency of the programs as well as enhance efforts to recruit and retain health professionals in 
underserved communities. Recognizing the severe shortages of mental and behavioral health providers 
within the health care workforce, a new Title VII program was authorized in the Patient Protection and 
Affordable Care Act (P.L. 111-148). The Mental and Behavioral Health Education and Training Grants 
program wouid provide grants to institutions of higher education (schools of social work and other 
mental health professions) for faculty and student recruitment and professional education and training. 
The program received first-time funding of $10 million in the final FY 2012 appropriations bill. The 
President’s Budget Request for FY 2013 would reduce funding to $5 million. CSWE urges the Committee 
to maintain funding for this new and critically needed program at $10 million in FY 2013. This is the 
only program in the federal government that is explicitly focused on recruitment and retention of social 
workers and other mental and behavioral health professionals. 

Substance Abuse and Mental Health Services Administration (SAMHSA) 
Minority Fellowship Program 

The goal of the SAMHSA Minority Fellowship Program (MFP) is to achieve greater numbers of 
minority doctoral students preparing for leadership roles in the mental health and substance use fields. 
According to SAMHSA, minorities make up approximately one-fourth of the population, but only 10 
percent of mental health providers come from ethnic minority communities. CSWE is one of six 
grantees of this critical program and administers funds to exceptional minority doctoral social work 
students. Other grantees include national organizations representing nursing, psychology, psychiatry, 
marriage and family therapy, and professional counselors. SAMHSA makes grants to these six 
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organizations, who in turn recruit minority doctoral students into the program from the six distinct 
professions. 

CSWE urges the Committee to appropriate $5.7 million for the MFP in FY 2013, which is equai to 
the FY 2012 enacted level. The President's budget request for FY 2013 proposes a 23.4 percent cut to 
the program, which if appropriated would significantly reverse progress made over the last several years 
by bringing funding down to the lowest level in nearly 5 years. This cut would translate to a reduction in 
the number of minority mental health professions trained to serve vulnerable populations. Each of the 
MFP grantee organizations, including CSWE, would be forced to significantly scale back the support 
provided to minority doctoral students. With respect to the social work doctoral fellows, a 23 percent 
cut would have the following impacts: 

• The program would not have sufficient funds to cover the stipend increase for CSWE’s current 
class of 25 fellows and would need to eliminate all other financial support to the fellows; 

• Fellows would not have funds to attend CSWE's Annual Program Meeting, which represents the 
only face-to-face meeting of fellows from doctoral programs located in different parts of the 
United States and is essentia! to professional development and collaborative networking; and 

• There would be no tuition support (currently set at $500 per student) to fellows to assist them 
in timely degree completion. 

Breakdown of the Minority Fellowship Program Funding Request 

(This program is funded through three separate accounts within SAMHSA) 


Agency: 

SAMHSA 

Account: 

Programs of Regional and National Significance, Center for 

Mental Health Services (CMHS) 

Requested Program Funding: 

$5,089,000 

President's FY 2013 Request: 

$3,755,000 

FY 2012 Funding: 

$5,089,000 


Agency: 

SAMHSA 

Account: 

Programs of Regional and National Significance, Center for 
Substance Abuse Treatment (CSAT) 

Requested Program Funding: 

$546,000 

President's FY 2013 Request: 

$546,000 
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FY 2012 Funding: | $546,000 


Agency: 

SAMHSA 

Account: 

Programs of Regional and National Significance, Center for 
Substance Abuse Prevention (CSAP) 

Requested Program Funding: 

$71,000 

President's FY 2013 Request: 

$71,000 

FY 2012 Funding: 

$71,000 


I Total MFP Funding: | $5,706,000 

Since its inception, the MFP has helped support doctoral-level professional education for over 1,000 
ethnic minority social workers, psychiatrists, psychologists, psychiatric nurses, and family and marriage 
therapists. Still, the program continues to struggle to keep up with the demands that are plaguing these 
health professions. Severe shortages of mental health professionals often arise in underserved areas 
due to the difficulty of recruitment and retention in the public sector. Nowhere are these shortages 
more prevalent than within Tribal communities, where mental illness and substance use go largely 
untreated and incidences of suicide continue to increase. Studies have shown that ethnic minority 
mental health professionals practice in underserved areas at a higher rate than non-minorities. 
Furthermore, a direct positive relationship exists between the numbers of ethnic minority mental health 
professionals and the utilization of needed services by ethnic minorities. ^ 

Level funding is needed simply to maintain the program's current capacities to provide education 
and training for minority mental health and substance use professionals. Much work is still needed in 
order to adequately address the mental health needs of minority populations; maintaining funding for 
the MFP is a small step the Committee can take in FY 2013. 

Thank you for the opportunity to express these views. Please do not hesitate to call on the 
Council on Social Work Education should you have any questions or require additional information. 

^ U.S. Department of Health and Human Services, Substance Abuse and Mental Health Services Administration, Center for 
Mental Health Services. (2001). Mental Health: Culture, Race, and Ethnicity— A Supplement to Mental Health: A Report of the 
Surgeon General. Retrieved from httD://www.su rgeQngeneral.gov/librarv/mentalhealth/cre/sma-01-3613.Ddf . 
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House Appropriations Committee 
Subcommittee on Labor, Health and 
Human Services, Education, and Related Agencies 
U.S. House of Representatives 
Washington, DC 20515 

Testimony on Behalf of the National Multiple Sclerosis Society 

Mr. Chairman and Members of the Committee, thank you for this opportunity to provide 
testimony regarding funding of critically important federal programs that impact those affected 
by multiple sclerosis. Multiple sclerosis (MS) is an unpredictable, often disabling disease of the 
central nervous system that interrupts the flow of information within the brain, and between the 
brain and body. Symptoms range from numbness and tingling to blindness and paralysis. The 
progress, severity, and specific s}mptoms of MS in any one person cannot yet be predicted, but 
advances in research and treatment are moving us closer to a world free of MS. Most people with 
MS are diagnosed between the ages of 20 and 50, with at least two to three times more women 
than men being diagnosed with the disease. MS affects more than 400,000 people in the U.S. 

MS stops people from moving. The National MS Society exists to make sure it doesn’t. The 
Society addresses the challenges of each person affected by MS by funding cutting-edge 
research, driving change through advocacy, facilitating professional education, collaborating 
with MS organizations around the world, and providing programs and services designed to help 
people with MS and their families move their lives forward. The National MS Society sees itself 
as a partner to the government in many critical areas. As we advocate for NIH research, we do 
so as an organization that funds approximately $40 million annually in MS research through 
funds generated through the Society’s fundraising efforts. And as we advocate for Lifespan 
Respite flmding, we do so as an organization that works to provide some level of respite relief 
for caregivers. So while we’re here to advocate for federal funding, we do it as an organization 
that commits tens of millions of dollars each year to similar or complementary efforts as those 
being funded by the federal government. Through these efforts, our goal is to see a day when 
MS has been stopped, lost functions restored, and a cure is at hand. 

The National MS Society recommends the following funding levels for agencies and programs 
that are of vital importance for the lives of Americans living with MS. 

Lifespan Respite Care Program 

Many caregivers are family members who provide care full time because of the needs of the 
patient. As you can imagine, the caregivers get worn out and need a break once in a while. That’s 
why respite care services are so important - to provide caregivers with a chance to have a break and 
get refreshed. These services are a critical part of ensuring quality home-based care for people 
living with MS. Because of the importance of these services, the National MS Society requests 
the inclusion of $5 million in the FY2013 Labor-HHS-Education appropriations bill to fund 
lifespan respite programs. The Lifespan Respite Care Program, enacted in 2006, provides 
competitive grants to states to establish or enhance statewide lifespan respite programs, improve 
coordination, and improve respite access and quality. States provide planned and emergency respite 
services, train and recruit workers and volunteers, and assist caregivers in gaining access to 
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services. Perhaps the most critical aspect of the program for people living with MS is that Lifespan 
Respite serves families regardless of special need or age — literally across the lifespan. Much 
existing respite care has age eligibility requirements and since MS is typically diagnosed between 
the ages of 20 and 50, Lifespan Respite Programs are often the only open door to needed respite 
services. 

Up to one quarter of individuals living with MS require long-term care services at some point 
during the course of the disease. Often, a family member steps into the role of primary caregiver 
to be closer to the Individual with MS and to be involved in care decisions. According to a 201 1 
AARP report, 61 .6 million family caregivers provided care at some point during 2009 and the 
value of their uncompensated services was approximately $450 billion per year — more than total 
Medicaid spending and almost as high as Medicare spending. Family caregiving, while essential, 
can be draining and stressful, with caregivers often reporting difficulty managing emotional and 
physical stress, finding time for themselves, and balancing work and family responsibilities. The 
impact is so great, in fact, that American businesses lose an estimated $17.1 to $33.36 billion 
each year due to lost productivity costs related to caregiving responsibilities. Providing $5 
million for Lifespan Respite in FY2013 would improve access to respite services, allowing 
family caregivere to take a break from the daily routine and stress of providing care, improve 
overall family health, and help alleviate the monstrous financial impact caregiver strain currently 
has on American businesses. 

National Institutes of Health 


We urge Congress to continue its investment in innovative medical research that can help 
prevent, treat, and cure diseases such as MS by providing at least $32 billion for the National 
Institutes of Health (NIH) in FY 2013. 

The NIH is the country’s premier institution for medical research and the single largest source of 
biomedical research firnding in the world. The NIH conducts and sponsors a majority of the MS 
related research carried out in the United States. Approximately $122 million of FY 201 1 and 
Recovery Act appropriations were directed to MS-related research. An invaluable partner, the 
NIH has helped make significant progress in understanding MS. NIH scientists were among the 
first to report the value of MRI in detecting early signs of MS, before symptoms even develop. 
Advancements in MRI technology allow doctors to monitor the progression of the disease and 
the impact of treatment. 

Research during the past decade has enhanced knowledge about how the immune system works, 
and major gains have been made in recognizing and defining the role of this system in the 
development of MS lesions. These NIH discoveries are helping find the cause, alter the immune 
response, and develop new MS therapies that are now available to modify the disease course, 
treat exacerbations, and manage symptoms. Twenty years ago there were no MS therapies or 
medications. Now there are eight, with the first oral medication now available and other new 
treatments in the pipeline. The NIH provided the basic research necessary so that these therapies 
could be developed. Had there been no federal investment in research, it’s doubtful people 
living with MS would have any therapies available. The NIH also directly supports jobs in all 50 
states and 17 of the 30 fastest growing occupations in the US are related to medical research or 
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health care. More than 83% of the NIH's funding is awarded through almost 50,000 competitive 
grants to more than 325,000 researchers at over 3,000 universities, medical schools, and other 
research institutions in every state. 

To continue the forward momentum in the ability to aggressively combat, treat, and one day cure 
diseases like MS, the National MS Society requests that Congress provide at least $32 billion for 
tlieNIHinFY2013. 

Centers for Medicare & Medicaid Services 


Medicaid 

The National MS Society urges Congress to maintain fimding for Medicaid and reject proposals 
to cap or block grant the program. 

Medicaid provides comprehensive health coverage to over 8 million persons living with 
disabilities and 6 million persons with disabilities who rely on Medicaid to fill Medicare’s gaps. 
Approximately ten percent of people living with MS rely on Medicaid. The program has a strong 
track record of providing services that grant individuals with disabilities access to employment, 
cost-effective health services, home- and community-based services, and long-term care. 

Capping or block-granting Medicaid will merely shift costs to states, forcing states to shoulder a 
seemingly insurmountable financial burden or cut services on which our most vulnerable rely. 
Capping and block-granting could result in many more individuals becoming uninsured, 
compounding the current problems of lack of coverage, over flowing emergency rooms, limited 
access to long-term services, and increased healthcare costs in an overburdened system. By 
capping funds that support home- and community-based care, such proposals would also likely 
lead to an increased reliance on costlier institutional care that contradicts the principles laid forth 
in the 1999 U.S. Supreme Court decision Olmstead and integrating and keeping people with 
disabilities in their communities. 

While the economic situation demands leadership and thoughtful action, the National MS 
Society urges Congress to remember people with MS and all disabilities, their complex health 
needs, and the important strides Medicaid has made for persons living with disabilities 
particularly in the area of community-based care and not modify the program to their detriment. 

Social Security Administration 

The National MS Society urges Congress to provide $13.4 billion for the Social Security 
Administration’s (SSA) Limitations on Administrative (LAE) Expenses to fund SSA’s day- 
to-day operational responsibilities and make key investments in addressing increasing disability 
and retirement workloads, in program integrity, and in SSA’s Information Technology (IT) 
infrastructure. 

Because of the unpredictable nature and sometimes serious impairment caused by the disease, 
SSA recognizes MS as a chronic illness or “impairment” that can cause disability severe enough 
to prevent an individual from working. During such periods, people living with MS are entitled 
to and rely on Social Security Disability Insurance (SSDI) or Supplemental Security Income 
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(SSI) benefits to survive. People living with MS, along with millions of others with disabilities, 
depend on SSA to promptly and fairly adjudicate their applications for disability benefits and to 
handle many other actions critical to their well-being including: timely payment of their monthly 
benefits; accurate withholding of Medicare Parts B and D premiums; and timely determinations 
on post-entitlement issues, e.g., overpayments, income issues, prompt recording of earnings. 

The wave of increased disability claims-in part due to the distressed economy-continues to 
have a very significant impact on the Disability Determination Services (DDSs). In the 35-month 
period ending in August 201 1, the number of claims pending for a disability medical decision 
rose from 556,670 to 755,058 — an increase of 36 percent. SSA faces an unprecedented backlog 
of disability hearings. In FY 2011, 859,514 hearings were filed, which is 270,065 (45.8%) more 
than in FY 2008. Despite these challenges, eliminating the disability hearings backlog remains 
SSA’s top priority and processing time has been reduced from 491 days in FY 2009 to 340 days 
in October 201 1 . If SSA does not receive adequate funding for FY 2013 this progress will 
regress. The reduced SSA funding level in FY 201 1 for example resulted in the suspension of 
opening eight planned hearing offices, which diminishes SSA’s ability to eliminate the backlog 
by FY 2013.TO support continued progress to eliminate the backlog and to help ensure that 
persons with disabilities relying on SSDI or SSI receive entitled benefits in a timely manner, the 
National MS Society urges Congress to provide S13.4 billion for the SSA’s LAE in FY 2013. 


Food and Drug Administration 

The FDA is the United States’ pre-eminent public health agency and its role as the regulator of 
the country’s pharmaceutical industry provides invaluable support and encourages vital progress 
for people living with MS and other diseases. In its capacity as the industry’s regulator, the FDA 
ensures that drugs and medical devices are safe and effective for public use and provides 
consumers with confidence in new technologies. Because of the tremendous impact the FDA has 
on the development and availability of drugs and devices for individuals with disabilities, the 
National MS Society requests that Congress provide a 6 percent increase over the FY2012 
budget. 

Advancements in medical technology and medical breakthroughs play a pivotal role in 
decreasing the societal costs of disease and disability. The FDA is responsible for approving 
drugs for the market and in this capacity has the ability to keep health care costs down. Each 
dollar invested in the life-science research regulated by the FDA has the potential to save 
upwards of $10 in health gains. Breakthroughs in medications and devices can reduce the 
potential costs of disease and disability in Medicare and Medicaid and can help support the 
healthier, more productive lives of people living with chronic diseases and disabilities, like MS. 
The approval of low-cost generic drugs saved the health care system $140 billion in 2010 and 
nearly $1 trillion over the past decade. However, recent funding constraints have resulted in a 
two year backlog of generic drug approval applications and could potentially cost the federal 
government and patients billions of dollars in the coming years. The potential for these cost- 
saving medical breakthroughs and overall health care savings relies on a vibrant industry and an 
adequately funded FDA. Entire industries are working to enhance the lives of Americans with 
new medical devices and pharmaceuticals with tens of billions of dollars being spent annually by 
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the NIH and industry in pursuit of new breakthroughs. The FDA has a comparatively small 
budget yet is charged with ensuring the safety and efficacy of these new products. The answer to 
the bacUog is to provide adequate funding to the FDA, not, as some have suggested, to lessen 
the rigorous protocols in place to ensure safety. Therefore, the National MS Society urges 
Congress to provide the FDA with a 6 percent increase to address this backlog. 

Conclusion 


The National MS Society thanks the Coimnittee for the opportunity to provide written testimony 
and our recommendations for FY2013 appropriations. The agencies and programs we have 
discussed are of vital importance to people living with MS and we look forward to continuing to 
working with the Committee to help move us closer to a world free of MS. Please don’t hesitate 
to contact me with any questions. 

Ted Thompson 

Vice President of Federal Government Relations 
National MS Society 

Email: ted.thompson@.nmss.org Phone:(202)408-1500. 
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Working to improve 
the lives of Hispanic 

older adults and 

their families 

fen/ra Cruz - Presidmt <§ CEO 

Submitted by the National Hispanic Council on Aging (NHCOA) 

Prepared for the House of Representatives Labor, Health and Human Services, Education 
and Related Agencies Appropriations Subcommittee 

Addressing the Department of Health and Human Services, Administration on Aging FY 
2013 Budget 

March 29, 2012 

The Honorable Congressman Denny Rehberg 
Chairman 

House of Representatives Appropriations Subcommittee - Labor, Health and Human Services, 
Education and Related Agencies Subcommittee 
2358-B Rayburn House Office Building 
Washington, DC 205 1 5 

The Honorable Congresswoman Rosa DeLauro 
Ranking Member 

House of Representatives Appropriations Committee - Labor, Health and Human Services, 
Education and Related Agencies Subcommittee 
1016 Longworth House Office Building 
Washington, DC 205 1 5 

Dear Chairman Rehberg and Ranking Member DeLauro: 

The National Hispanic Council on Aging (NHCOA) — the leading national organization 
working to improve the lives of Hispanic older adults, their femilies, and caregivers — thanks 
you for the opportunity to submit written testimony. Wisely investing in the future and 
implementing programs that will strengthen our country is a particularly daunting task given the 
limited resources and constraints at hand. Therefore, NHCOA recognizes the difficult decisions 
that lie ahead for your committee. We write to you today to express our support for the fiscally 
sensible programs created by the Older Americans Act, and to request they be appropriated 
sufficient fiinds to ameliorate the impending cuts of the Budget Control Act of 201 1 . 



The Walker Building 73A 1 5th Street. N.W, Suite 1050 Washington D.C. 20005 Phone: (202)3A7 9733 Fax: (202)3A7 9735 
e-mail: nhcoa@nhcoa.org Web page: h^y/www.nhcoa.org 
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For more than 30 years, NHCOA has been a strong voice dedicated to ensuring our 
nation’s Hispanic seniors — the fastest growing segment of the U.S.’s rapidly expanding aging 
population — can age healthily and with dignity. Alongside its Hispanic Aging Network of 
nearly 40 community -based organizations across the country, NHCOA reaches ten million 
Hispanics each year. NHCOA integrates research, policy, and practice to tackle the unique 
challenges Latino seniors face as they age, and by educating and empowering them to be better 
advocates for themselves. As an integral part of this mission, NHCOA incorporates a special 
focus on femilies and caregivers of Hispanic older adults in all its programmatic priorities, 
recognizing the paramount importance of family in the Latino commimity. 

Older Americans Act programs, implemented by the Administration on /^ing, 
effectively serve older adults across the country, while also providing a wide variety of services 
that are flexible enough to meet the needs of every community. The Older Americans Act 
authorizes programs that train families to support their loved ones, put people back to work, put 
food on the table, eliminate elder abuse, and help communities develop the policies they need to 
help their older adults age with dignity. Because of programs that provide basic necessities like 
Meals on Wheels, there are fewer older adults having to choose between putting food on the 
table and filling their prescription. As appropriators, your support is critical for the continued 
success of these lifesaving programs. 

The population of Hispanic older adults, as well as the population of older adults in 
general, is growing rapidly. Every 7 seconds, today, and for the next 20 years, someone in the 
United States will turn 60. In terms of the Hispanic community, we have about three million 
Latino elders. By 2050, that number will increase to 1 7 million. Moreover, the Hispanic 
community as a whole is projected to grow to 30% of the entire U.S. population by 2050. That 
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means nearly one in three people will be Hispanic. By 2019, the Latino senior population will 
become the largest non- White elder population in the U.S. 

Funding for the programs of the Older Americans Act has not grown to match this 
population increase. Therefore, the impending cuts of the Budget Control Act of 201 1 will 
decrease its ability to keep pace writh the growth of the U.S. aging population. A reduction in 
these services will mean that fewer people will have access to home delivered meals, 
communities will have less funding to operate senior centers, and femilies will have less support 
in caring for their loved ones. These programs make a vital difference in communities across the 
country, but to keep effectively serving the growing population, an adequate level of funding is 
imperative. 

Hispanics face a variety of challenges that make aging particularly difficult. Many 
Hispanic older adults have spent their lives in jobs that have not helped them prepare for their 
later years. Low- wage, physically demanding jobs are all too common in the Latino community, 
and these jobs offer little in the way of health care and pension benefits. As a result, many 
Hispanics enter their golden years with little money saved and little or no previous access to 
health Insurance. Cultural and linguistic differences are additional barriers to accessing needed 
services. All of these economic, physical, and social factors combined result in Hispanic older 
adults earning below average Social Security benefits, enduring chronic health problems at 
disparate rates, and having a harder time gaining access to needed services. 

Last year, an organization called Hispanics in Philanthropy released a study about the 
programs of the Older Americans Act and the difficulties those programs feced in serving 
Hispanic communities. The study found that many communities were unable to deliver the 
services and information necessary to help Hispanic older adults, despite being readily available. 
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Many communities lack the financial resources to hire and train new workers to serve the rapidly 
aging Hispanic population. Appropriating more money for Older Americans Act programs will 
allow communities to better serve their older adults and also to embrace their growing diversity. 

NHCOA has worked and spoken with Hispanic older adults and their families across the 
country, and though the needs and concerns of the population are diverse, they were unified in 
their support for the Older Americans Act as a main vehicle to address the struggles of simply 
making ends meet in their community. Every day, Hispanic older adults must decide what to 
sacrifice - food on the table, rent and utilities, or medications. Family members juggle multiple 
jobs to care for older adults in their families and are unaware of existing opportunities for 
caregiver training. Incidents of elder abuse are not reported because older adults do not know 
where to turn. Hispanic older adults also suffer disproportionately fi-om chronic medical 
conditions like diabetes, are less likely to manage hypertension, and are significantly more likely 
to suffer fi-om HIV/ AIDS. With sufficient funding, however, the Older Americans Act is 
unequipped to adequately address these problems. 

Funding Older Americans Act programs is a wise investment in the future. Nutrition and 
health management programs, which are proven effective at reaching Hispanic older adults, can 
keep minor health problems fiom becoming chronic, or even life threatening conditions. The 
National Family Caregiver Support Program offers trainings and services that are flexible 
enough to meet the needs of every community. Elder abuse prevention programs have the 
potential to save lives. Through small investments that help older adults age in dignity, we can 
achieve real sa-vings in more costly programs, such as Medicare and Medicaid. Furthermore, 
making an investment to train service providers on how to effectively work with a diversifying 
older adult population is a necessary preemptive measure and cannot happen at a better time. 
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NHCO A respectfully asks that your conunittee provide increased funding to Older 
Americans Act programs to help them withstand the impending cuts from the Budget Control 
Act of 201 1 . This increased appropriation will not only allow communities to maintain the 
services and supports they already offer, but it will also improve their capacity to serve the 
rapidly growing diverse older adult population in the United States. 

Respectfully Submitted, 

Dr. Yanira Cruz 
President and CEO 
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March 28, 2012 

Testimony of Deanna Schafif, Director of Museums 
Casper College 
Casper, Wyoming 


To the House Appropriations Subcommittee on Labor, Health and Human Services, Education, 
and Related Agencies Subcommittee Members: 

On behalf of the Museums at Casper College, Casper, Wyoming, we ask you to consider 
the $35 million dollar budget request for the Institute of Museum and Library Services (IMLS). 
As a vital part of the Casper College educational community, the Tate Geological Museum and 
the Werner Wildlife Museum serve as teaching museums on our campus. Students of all ages 
engage in a variety of educational activities at both museums. During the past eight years, two 
IMLS grants awarded through the Museums for America Grant opportunity have helped the 
college to leverage over $350,000 in community donations and other local grants for the 
completion of two very significant projects. These projects would have been nearly impossible to 
accomplish without these initial avraids. We have found that the IMLS gives unwavering support 
and assistance to smaller museums and libraries that is not easily found fi'om through other 
sources. 

The Tate Museum at Casper College received its first IMLS grant in 2004. The grant was 
a three year project in the amount of $142,072. Casper College contributed to the program with a 
match of $150,000 (cash and in-kind). We accomplished two outcomes with this award. (1) The 
grant assisted the museum in its efforts to expand field and lab work experience to people of all 
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ages, including degree seeking students interested in the study of geological and paleontological 
science in Wyoming; and, (2) continued work on its core exhibit A Walk through Wyoming 's 
Geologic Time. This project enhanced the mission and accomplished several goals in the 
museum’s strategic plan by providing high quality and engaging educational experiences to 
college students, students K-12, local residents and visitors. 

In 2009, the Tate Museum received a second grant fiom the IMLS. The inspiration for 
this project began with a field discovery that was made in 2006 during our first ILMS grant. A 
bulldozer operator, preparing an oil drilling site unearthed a “mammoth” sized pelvic boiK. The 
operator and land owner recognized the significance of this find and contacted the Tate Museum. 
Dr. Kent Sundell (CC), a group of students, and museum volunteers would eventually find the 
majority of the skeleton. This second grant allowed the college to hire an exhibit expert vidio 
worked on the “Dee the M amm oth” project. Because of this grant, the museum was able to 
leverage over $300,000 in local funding. The mammoth now stands in the museum. Because the 
IMLS helped us to complete this exhibit, $48,000 was leveraged &om a local joint powers board 
to develop curriculum for the Ice Age Exhibit for K-14. This curriculum will meet the state 
standards set by the State of Wyoming and will be available on-line for classrooms throughout 
the state. This is an achievement of which Wyoming can be very proud. The IMLS was a vital 
partner in helping to complete the project. 

The Tate Museum at Casper College has submitted a third request to the IMLS. If 
fiinded, this award will help both the Tate and Werner Museums to continue the exhibit 
preservation and development. The Werner’s focus is on Wyoming wildlife but it is suitable as a 
resource and classroom area for all disciplines including education, art, envii-onmental science, 
and other related biological fields. The grant will help us specifically focus on the conservation 
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of exhibit specimens. In addition, the Exhibit Specialist will be creating an exhibit plan for a T- 
rex discovered by the Tate Collections Specialist. Once this project is completed, the Tate 
Museum will have the only T-rex discovery that has remained in Wyoming. 

Because of grants from agencies such as the IMLS, the collections are well documented, 
well housed, and function as effective teaching and research tools. A recent study shows that 
Wyoming students fall under the national average for students who test proficient in the sciences. 
As a teaching museum, the Tale and Werner Museum stakeholders see a need to bring 
innovation and excitement back to the sciences. We need to take the enthusiasm for learning that 
our fourth and fifth graders show and continue to cultivate this interest as they move forward. 
These museums help to bridge this gap. In Wyoming, access to these types of exhibits is 
hundreds of miles away. Our students do not always have the opportunity to see and research the 
real thing. This facility makes a difference in how we educate our learners and visitors. In 
addition, the Tate is a significant collaborator and partner with other CC departments, 
educational institutions, businesses, museums and appropriate organizations in order to promote 
earth science education. The museum is a regional center whose exhibits and activities provide 
hands-on teaching and learning about geology and mineral resources of Wyoming and a place 
that inspires people of all ages to pursue the study of geology and earth science. It has become a 
statewide losource for K-12 teachers in the earth sciences and an informative and entertaining 
attraction for visitors to Wyoming. 

All of these very positive outcomes are occurring because of the funding provided to the 
museums by the IMLS. Their initial investment in these projects has resulted in additional 
dollars leveraged fiom local sources ultimately making each project a total success. The Tate 
Geological Museum and the Werner Wildlife Museum at Casper College appreciates your 
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consideration in regards to ftinding for the Institute of Museum and Library Services. Supporting 
this budget request will provide assistance for the museum and library community and funding to 
maintain and improve the educational impact of our campus museums. Thank you for your 
attention. Please feel free to call me at 307-268-2077 if you have any questions. 

Sincerely, 

Deanna Schaff 
Director of Museums 
Casper College 





P.O. Box 1455, Santa Cruz, CA 95061-1455/831-471-9970 
www.calmuseums.org 
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OF MUSEUMS 


March 26, 2012 


Testimony of Celeste DeWald, Executive Director 

California Association of Museums 
Santa Cruz, CA 

To the House Appropriations Subcommittee On Labor, Health and Human Services, 
Education, and Related Agencies Subcommittee Members 

Summary: In support of at least $35 million for the Institute of Museum and Library 
Services (IMLS) Office of Museum Services 

On behalf of the California Association of Museums (CAM) and our state's museums, 
I ask you to support increased funding, of at least $35 million, in FY13 for the Office 
of Museum Services, which is located within the Institute of Museum and Library 
Services (IMLS). 

Grants awarded by the Office of Museum Services create jobs and support economic 
development while simultaneously providing programs and services that preserve 
collections, increase access, and educate the public. In order to implement projects 
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Written testimony in support of the Office of Museum Services, page 2 March 2012 


funded by the Office of Museum Services, museums hire contractual staff and 
purchase services or goods from businesses, which provide an economic boost to 
their communities. For example, the Office of Museum Services recently gave 
awards to: 

• The Pechanga Band of Luiseho Mission Indians in Temecula, CA to process a 
collection received on long-term loan from the San Bernardino County 
Museum and to exhibit portions of it on the California State University, San 
Bernardino campus; 

• The Mills College Art Museum in Oakland, CA to digitize, catalog, and create 
online searches for the museum's paintings, textiles, and three-dimensional 
objects and increase access to the museum's permanent collection; 

• The Chinese American Museum in Los Angeles, CA to host an exhibition that 
will document and showcase the architectural achievements and 
contributions of pioneering Chinese American architects in the development 
of Los Angeles' urban and visual landscape; 

• The Friends of Peralta Hacienda Historical Park in Oakland, CA to 
strengthen its relationship with its surrounding community by involving new 
groups as exhibit developers, tour leaders, oral history subjects, audience, 
and potentially as board members and staff; 

• The Chabot Space and Science Center in Oakland, CA to implement the 
design phase of its upcoming outdoor exhibit, Launchpad, which will provide 
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Written testimony in support of the Office of Museum Services, page 3 March 201 2 


opportunities for intellectual curiosity and exploration in science and 
astronomy concepts; 

• The Hearst Museum of Anthropology in Berkeley, CA to create a Media 
Collections Center to protect its 200,000-item anthropology collections, 
including photographs, films, negatives, and sound recordings, from 
deterioration and increase safe access to them; 

• The Oakland Museum of California in Oakland, CA to conduct a general 
conservation survey of its collections in order to identify the museum's most 
pressing conservation needs and reflect the museum's emphasis on 
connecting communities to the cultural and environmental heritage of 
California; and 

• The Japanese American National Museum in Los Angeles, CA to provide the 
museum with an opportunity to actively engage its audiences in the 
development and evaluation of interactive elements and programmatic 
content created for the museum's new permanent exhibitions. 

This is only a sampling of the many worthy projects funded by the Office of Museum 
Services, which are critically important to the museums in these communities and in 
their work educating students, making collections accessible, and driving the local 


economy. 
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Written testimony in support of the Office of Museum Services, page 4 March 2012 


The agency was reauthorized - unanimously - by Congress in December 201 0, and 
the new law authorized $38.6 million for the Office of Museum Services. 
Unfortunately, the final FY1 2 budget provided only $30.8 million. It is important to 
note that this is a highly competitive grant program and only a small percentage of 
applicants receive funding. 

The Office of Museum Services awards grants to museums for educational 
programming, technology upgrades, professional development, and to preserve 
precious collections. It supports a wide range of museums - aquariums, arboretums, 
archaeological museums, art museums, botanical gardens, children's museums, 
culturally specific museums, historic sites, history museums, maritime museums, 
military museums, natural history museums, nature centers, planetariums, science 
and technology centers, zoological parks, and other types of museums. These grants 
often spur additional gifts from private donors and help leverage funding from 
additional sources, expanding the reach of the federal dollar. 

Your support for additional funding for the Office of Museum Services will support 
economic benefits to communities across California as well as contribute to a valued 
quality of life, healthy tourism, K-12 and college education, and lifelong learning. 


March 26,2012 
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March 29, 2012 

Testimony of Gretchen Anderson, Conservator 
Carnegie Museum of Natural History 
Pittsburgh, PA, 15202 

To the House Appropriations Subcommittee On Labor, Health and Human Services, 
Education, and Related Agencies Subcommittee Members 

Summary: In support of at least $35 million for the Institute of Museum and Library 
Services (IMLS) Office of Museum Services (OMS) 

The support that the IMLS-OMS provides is invaluable for museums across the United 
States struggling with maintaining professional standards in collections care. The 
collections are our cultural patrimony. They are the tangible objects that show us who we 
are, where we come from, and how we got here. They are the historic, artistic and 
scientific touchstones of our culture. Without proper care those objects will disappear. 

Funding from IMLS-OMS provides great opportunities for museums both large and small 
to improve their ability to care for and to use collections. This organization encourages 
museums (and archives) to be the best that they can be. It provides support so that we in 
the field can achieve the professional standards that we strive for. It provides support for 
both collections care and educational outreach. 
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I have been working as a conservator in the museum field for approximately 30 years, 
first at the Science Museum of Minnesota and more recently at the Carnegie Museum of 
Natural History. Without the support of the IMLS CPS (Conservation Project Support) 
the goal of primary collections care at both museums would have been significantly 
compromised. 

The Carnegie Museum of Natural History (CMNH) was the first major natural history 
museum to get fimding for a general survey from IMLS. They brought in the best 
conservators to provide recommendations for preservation activities. These 
recommendations provided the basis of subsequent improvements to collections care for 
the next 20 year. These actions included improvements to environmental conditions in 
various storage and exhibition spaces, and over all improvements to collections care. 
Several of these projects received IMLS support (Save Americas Treasures), including 
stabilizing storage for unique and fragile fossil material from the Carnegie Quarry (now 
Dinosaur National Park). 

In 2000, based on the original survey, CMNH expanded the function of conservation 
from a part of the department of Anthropology to a preservation department that 
functioned across the museum. When the Carnegie Museum ofNatural History hired me 
as their Senior Conservator in 2009, my first action was to submit an IMLS CPS proposal 
for a new general survey. The goal of the survey was to reassess and update the 1989 
original survey, also funded by IMLS. This was awarded in 2010. This allowed us to 
bring in several experts, including several conservators who had been part of the original 
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1989 survey. The resulting report is extensive and is basis for the new conservation plan 
of action. The survey has been presented at the Society for the Preservation of Natural 
History Collections (SPNHC) and is posted on the museum’s web site. 
httD://www.camegiemnh.org/assets/science/anderson-survev-poster.Ddf . Based on the 
survey results we are now in the middle of a ground breaking project to provide a detailed 
assessment of environmental conditions in the historic landmark museum building and 
developing a more efficient ongoing method of environmental monitoring. This may be a 
model for a more sustainable way to maintain stable environments for collections. 

At the Science Museum of Minnesota, we used the funding first in 1990 to conduct a 
general survey with an outside conservator. This survey laid the ground work for 
subsequent collections care that is still in effect. We were able to purchase much needed 
environmental monitoring equipment. In the subsequent years, we implemented 
significant improvements to collections storage through creative use of archival storage 
materials and the purchase of state-of the art cabinetry. Funding from IMLS allowed us 
to purchase what we needed and fostered the creativity to develop protocols for storage 
mounts. Many of the concepts developed by the conservation and collections team 
during this process are published in Moving the Mountain: the Science Museum of 
Minnesota's Guide to Moving Collection (published through the Science Museum of 
Minnesota, 2001). 

The Science Museum of Minnesota moved to a new facility in 1999. The collections 
move was documented in above mentioned book. Again IMLS -OMS was critical in 
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aiding improvements to much needed collections care methods. We moved from a 
substandard and worn out building to a new state of the art collections care facility. 
Again, IMLS helped to purchase cabinets and storage supplies for collections. They were 
part of a funding strategy that included NEH (for Anthropology collections) and NSF 
(Paleontology collections). IMLS funded storage cabinetry for zoology and botany 
collections. 

Finally, funding from IMLS allowed the Science Museum of Minnesota to mitigate 
natural light in the galleries. 

A key requirement of receiving IMLS support is outreach. The recipient is required to 
provide both professional and public outreach. Professional dissemination is often done 
through presentations at professional meetings, publications and demonstrations. Public 
outreach is sometimes more challenging. There are 3 examples that I would like to share 
with you. 

1. IMLS funding supported the publication of numerous books for museum 
collection care and, most recently the first book on Health and Safety For 
Museum Professionals (American Institute for Conservation and Society for the 
Preservation of Natural History Collections, 2010). 

2. IMLS and Heritage Preservation provided the initial funding for the first 
Preservation Fair at the Carnegie Museum of Natural History in 1999. This is an 
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event, like “Antiques Roadshow”, where the public can talk to local preservation 
specialists. They can even bring their own treasures for a specialist to take a look 
at and give recommendations for care. This event occurs once every couple of 
years and is put on by a consortium of preservation organizations lead by the 
Carnegie Museum, Carnegie Library and University of Pittsburgh. 
http://vvww.sis.pitt.edu/~presfair/ 

3. IMLS CPS fimding supported the Science Museum of Minnesota development of 
visible lab programs that promote a better understanding of materials and how to 
preserve them- whether they are treasures in the museum or in your home. 
Brochures and hands on experiments were developed exploring “Agents of 
Deterioration” (what causes things to deteriorate). These are published on the 
museum’s web site http://www.smm.org/conservation/proiects . It laid the ground 
work for conservation and preservation planning for the institution and helped to 
make the museum a leader in collections care. I have continued to use this groimd 
work in teaching college level fine art classes and on-line professional 
development http://vvww.museumclasses.org/ . 
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TESTIMONY OF DAVID CARLISLE, M.D. 

CHAIRMAN, BOARD OF DIRECTORS 

CHARLES R. DREW UNIVERSITY OF MEDICINE AND SCIENCE 
1731 EAST 120™ STREET 
LOS ANGELES, CA 90059 
wilsoninrovl@gmail.com 

( 323 ) 563-5985 

PRESENTED BEFORE THE 

HOUSE APPROPRIATIONS SUBCOMMITTEE ON LABOR, HEALTH AND 
HUMAN SERVICES, EDUCATION AND RELATED AGENCIES 

MARCH 29™, 2012 

SUMMARY OF FISCAL YEAR 2013 RECOMMENDATIONS: 


1) PROVIDE FUNDING FOR THE HEALTH RESOURCES AND SERVICES 
ADMINISTRATION TITLE VII HEALTH PROFESSIONS TRAINING 
PROGRAMS, INCLUDING: 

• $24,602 MILLION FOR THE MINORITY CENTERS OF EXCELLENCE 

• $22,133 MILLION FOR THE HEALTH CAREERS OPPORTUNITY 
PROGRAM. 

2) PROVIDE FUNDING FOR THE NATIONAL INSTITUTES OF HEALTH 
(NIH), SPECIFICALLY: 

• PROPORTIONAL INCREASE FOR THE NATIONAL INSTITUTE ON 
MINORITY HEALTH AND HEALTH DISPARITIES (NIMHD) 

• SUPPORT THE NATIONAL CENTER FOR RESEARCH RESOURCES: 


3) $65 MILLION FOR THE DEPARTMENT OF HEALTH AND HUMAN 
SERVICES’ OFFICE OF MINORITY HEALTH 

4) $65 MILLION FOR THE DEPARTMENT OF EDUCATION’S 
STRENGTHENING HISTORICALLY BLACK GRADUATE 
INSTITUTIONS PROGRAM. 
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Mr. Chairman and members of the Subcommittee, thank you for the opportunity to 
present you with testimony. The Charles Drew University is distinctive in being the only 
dually designated Historically Black Graduate Institution and Hispanic Serving 
Institution in the nation. We would like to thank you, Mr. Chairman, for the support that 
this .subco mm ittee has given to our University to produce minority health professionals to 
eliminate health disparities as well as do groundbreaking research to save lives. 

The Charles Drew University is located in the Watts- Willowbrook area of South Los 
Angeles. Its mission is to prepare predominantly minority doctors and other health 
professionals to care for underserved communities with compassion and excellence 
through education, clinical care, outreach, pipeline programs and advanced research that 
makes a rapid difference in clinical practice. The Charles Drew University has 
established a national reputation for translational research that addresses the health 
disparities and social issues that strike hardest and deepest among urban and minority 
populations. 

HEALTH RESOURCES AND SERVICES ADMINISTRATION 


Title VII Health Professions Training Programs: The health professions training 
programs administered by the Health Resources and Services Administration (HRSA) are 
the only federal initiatives designed to address the longstanding under representation of 
minorities in health careers. HRSA’s own report, “The Rationale for Diversity in the 
Health Professions: A Review of the Evidence,” found that minority health professionals 
disproportionately serve minority and other medically underserved populations, minority 
populations tend to receive better care from practitioners of their own race or ethnicity, 
and non-English speaking patients experience better care, greater comprehension and 
greater likelihood of keeping follow-up appointments when they see a practitioner who 
speaks their language. Studies have also demonstrated that when minorities are trained in 
minority health professions institutions, they are significantly more likely to: 1) serve in 
medically underserved areas, 2) provide care for minorities and 3) treat low-income 
patients. 

Minority Centers of Excellence: The purpose of the COE program is to assist schools, 
like Charles Drew University, that train minority health professionals, by supporting 
programs of excellence. The COE program focuses on improving student recruitment 
and performance; improving curricula and cultural competence of graduates; facilitating 
faculty and student research on minority health issues; and training students to provide 
health services to minority individuals by providing clinical teaching at community-based 
health facilities. For FY13, the funding level for COE should be $24,602 million. 

Health Careers Opportunity Program: Grants made to health professions schools and 
educational entities under HCOP enhance the ability of individuals from disadvantaged 
backgrounds to improve their competitiveness to enter and graduate from health 
professions schools. HCOP funds activities that are designed to develop a more 
competitive applicant pool through partnerships with institutions of higher education, 
school districts, and ote community based entities. HCOP also provides for mentoring, 
counseling, primary care exposure activities, and information regarding careers in a 
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primary care discipline. Sources of financial aid are provided to students as well as 
assistance in entering into health professions schools. For FY13, the HCOP funding 
level of $22,133 million is recommended. 

NATIONAL INSTITUTES OF HEALTH 


National Institute on Minority Health and Health Disparities: The NIMHD is 
charged with addressing the longstanding health status gap between imder-represented 
minority and non minority populations. The NIMHD helps health professional 
institutions to narrow the health status gap by improving research capabilities through the 
continued development of faculty, labs, telemedicine technology and other learning 
resources. The NIMHD also supports biomedical research focused on eliminating health 
disparities and developed a comprehensive plan for research on minority health at NIH. 
Furthermore, the NIMHD provides financial support to health professions institutions 
that have a history and mission of serving minority and medically underserved 
communities through the COE program and HCOP. For FY13, an increase proportional 
to NIH’s increase is recommended for NIMHD as well as additional FTEs. 

Research Centers at Minority Institutions: RCMI, now at NIMHD, has a long and 
distinguished record of helping institutions like The Charles Drew University develop the 
research infi^tructure necessary to be leaders in the area of translational research 
focused on reducing health disparities research. Although NIH has received some budget 
increases over the last five years, funding for the RCMI program has not increased by the 
same rate. Therefore, the funding for this important program grow at the same rate as 
NIH overall in FY13. 


DEPARTMENT OF HEALTH AND HUMAN SERVICES 


Office of Minority Health: Specific programs at OMH include: assisting medically 
underserved communities, supporting conferences for high school and undergraduate 
students to interest them in health careers, and supporting cooperative agreements with 
minority institutions for the purpose of strengthening their capacity to train more 
minorities in the health professions. For FY13, 1 recommend a funding level of $65 
million for OMH to support these critical activities. 

DEPARTMENT OF EDUCATION 


Strengthening Historically Black Graduate Institutions: The Department of 
Education’s Strengthening Historically Black Graduate Institutions program (Title III, 
Part B, Section 326) is extremely important to MMC and other minority serving health 
professions institutions. The funding from this program is used to enhance educational 
capabilities, establish and strengthen program development offices, initiate endowment 
campaigns, and support numerous other institutional development activities. In FY13, an 
appropriation of $65 million is suggested to continue the vital support that this 
program provides to historically black graduate institutions. 
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CONCLUSION 


Despite all the knowledge that exists about racial/ethnic, socio-cultural and gender-based 
disparities in health outcomes, the gap continues to widen. Not only are minority and 
underserved communities burdened by higher disease rates, they are less likely to have 
access to quality care upon diagnosis. As you are aware, in many minority and 
underserved communities preventative care and research are inaccessible either due to 
distance or lack of facilities and expertise. As noted earlier, in just one underserved area. 
South Los Angeles, the number and distribution of beds, doctors, nurses and other health 
professionals are as parlous as they were at the time of the Watts Rebellion, after 
which the McCone Commission attributed the so-named 'Los Angeles Riots' to poor 
services - particularly access to affordable, quality healthcare. The Charles Drew 
University has proven that it can produce excellent health professionals who 'get' the 
mission - years after graduation they remain committed to serving people in the most 
need. But, the university needs investment and committed increased support from federal, 
state and local governments and is actively seeking foundation, philanthropic and 
corporate support. 

Even though institutions like The Charles Drew University are ideally situated (by 
location, population, community linkages and mission) to study conditions in which 
health disparities have been well documented, research is limited by the paucity of 
appropriate research facilities. With your help, the Life Sciences Research Facility will 
translate insight gained through research into greater understanding of disparities and 
improved clinical outcomes. Additionally, programs like Title VII Health Professions 
Training programs will help strengthen and staff facilities like our Life Sciences Research 
Facility. 

We look forward to working with you to lessen the huge negative impact of health 
disparities on our nation's increasingly diverse populations, the economy and the whole 
American community. 

Mr. Chairman, thank you again for the opportunity to present testimony on behalf of 
The Charles Drew University. It is indeed an honor. 


4 



340 



GWTA Dap 

Cherokee Natiost* 

• WMiHOOP • «<l— »»t 


Testimony of the Cherokee Nation 
Before the House Appropriations Committee 
Subcommittee on Labor, Health and Human Services, Education 

Agencies 

Thursday March 29, 2012 

Chairman Rehberg, Ranking Member DeLauro and members of the Subcommittee, 
Cherokee Nation would like to submit this testimony for the record on the President’s 
Fiscal Year 2013 Budget for Native Programs. Cherokee Nation requests that in setting 
FY 2013 Department of Labor (DOL), Health and Human Services (HHS), and 
Department of Education (ED) budget priorities, the federal government uphold its Trust 
Responsibility to tribes. 

Cherokee Nation was one of the first tribes to enter into a treaty with the United States. In 
that tradition, the Cherokee Nation executed a self-determination contract in 1990 under 
Title III of the Indian Self-Determination and Education Assistance Act (ISDEA), which 
gave the tribe more authority to administer its programs. In just two decades, Cherokee 
Nation has taken over the administration of several programs including health care, 
education, and law enforcement. ISDEA is a powerful mechanism that provides tribes 
with the opportunity to control and administer essential govermnental services and 
engage in local economic and resource development. 

Cherokee Nation is the largest employer in northeastern Oklahoma and has an economic 
impact of more than $1.06 billion on the State’s output level - including $401 million in 
State income impacts - and supports 13,527 jobs in a predominantly under-developed, 
rural region of Oklahoma. While 3,250 people are employed in the Nation’s government, 
an ever-increasing number of people are employed in the Nation’s diverse portfolio of 
businesses that include hospitality, healthcare, aerospace, and technology sectors. 

The combined revenue from the Tribe’s business operations helps fund essential 
government services while offering a foundation to expand and diversify economic 
development and create job growth in Oklahoma. Therefore, adequate funding for 
agencies in the Subcommittee’s jurisdiction is vital to increase our progress and strength. 

Department of Labor 

Public Law 102-477: The 477 initiative has been a successful plan that permitted the 
Cherokee Nation to take diverse funding fi-om DOl, DOL, and HHS, and pool and 
redesign those funds into a single-integrated program. Before 477, each of these agency 
funding streams had its separate rules where each fund had to be segregated, spent and 
audited according to those separate rules and under separate grants. 

Since 477’ s enactment in the Indian Employment, Training, and Related Services 
Demonstration Act of 1992, the funds fi-om the three agencies have been paid into our 
self-determination contract or compact. As of October 1, 2001, we have provided 
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employment and training services to over 6,000 individuals. However, after auditing 
requirements were changed by DOI in the March 2009 OMB A- 133 Compliance 
Supplement, Cherokee Nation suffered administrative burdens in our 2010 auditing 
process. 

While the Cherokee Nation appreciates the work accomplished in 2011 to remedy tribal 
funding issues with 477, it is crucial that HHS and DOL maintain their dedication to the 
PL 102-477 Administrative Flexibility Work Group. As tribal leaders have made clear, it 
is imperative that tribal auditors are not required to follow the 2009 OMB Compliance 
Supplement that forced tribes to track the expenditure of the separate funds that go into 
the 477 plan. 

Finally, it is crucial that a 477 audit plan is developed that fulfils the original intent of PL 
102-477 that worked successfully and without abuse before the March 2009 OMB 
Compliance Supplement. Therefore, Congress must continue to ensure the federal 
agencies uphold the original intent of the law and allow tribes to utilize funds more 
efficiently at the local level. 

Workforce Investment Act (WIA): The Cherokee Nation appreciates the President's FY 
2013 budget request for $52 million for DOL’s Indian and Native American Program 
(INAP), which is authorized by section 166 of the WIA. This is level with the FY 2011 
enacted level and $5 million increase over the FY 2012 amount. Cherokee Nation is 
happy to see this level increased to a level that is expected to serve 32,000 unemployed, 
under-employed, and under-skilled Native American adults. It is crucial Congress 
protects this increase so our citizens have a chance to attain gainful employment during 
these tough economic times. 

Department of Health and Human Services 

Substance Abuse and Mental Health Services Administration (SAMHSA) Block 
Grant Funds: The President's FY 2013 Budget request for SAMHSA is $3.4 billion, a 
$141.9 million decrease from the FY 2012 Enacted Level. Each state receives block grant 
(formula) funds from SAMHSA for providing behavioral health services to all residents 
within the state. However, when an American Indian is in need of behavioral health 
services, he typically seeks care through an Indian Health Service (IHS) or tribally- 
operated facility, as opposed to a state agency or state-operated facility. As with 
competitive and discretionary funds, increasing and giving the Cherokee Nation access to 
this type of funding would expand our opportunity to improve our behavioral health 
services and better meet the system’s current demand. 

Behavioral Health Tribal Prevention: Within the SAMSHA total, the Budget Request 
allots $40 million for a Behavioral Health Tribal Prevention Grant. Cherokee Nation 
appreciates that these monies will be competitively awarded to a federally-recognized 
tribe for strategic implementation to prevent substance abuse and suicides among our 
population. Cherokee Nation has already succeeded in attaining grants that help 
substance abuse and strives to achieve more success. The Tribe is one of only five tribes 
to receive the Strategic Prevention, Framework State Incentive Grant (SPF-SIG) and the 
Tribe looks forward to competing for additional grants to aid our citizens. 
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Adminktration for Children and Families (ACF): The President's FY 2013 Budget 
Request for ACF, including both mandatory (pre-appropriated and entitlement) and 
discretionary programs, is $50 billion in budget authority. Cherokee Nation appreciates 
this increase of $170 million from the FY 2012 enacted level. However, the FY 2013 
discretionary budget request is only $16.2 billion, which amounts to a decrease of $0.3 
billion below the FY 2012 enacted level. This level should be kept level or increased to 
ensure tribal children and families are protected. 

Low-Income Home Energy Assistance (LIHEAP): The FY 2013 Budget Request 
decreases LIHEAP funding by $450 million, leaving $3 billion to offset home heating 
and cooling costs for struggling families. 

While the cost of natural gas - the heating fuel used by most LIHEAP households - has 
not risen in recent years, the cost of heating oil has been on the rise. The Cherokee Nation 
views LIHEAP as part of the fulfillment of treaty obligations between the United States 
and the Cherokee Nation. Since the 1970’s, Cherokee Nation has administered home 
energy assistance programs through HHS and Cherokee Nation funds. This program 
serves our most disadvantaged citizens and enables impoverished families to keep their 
homes warm in the winter and, in case of our elderly and disabled citizens, keep their 
homes cool during Oklahoma’s hot summer months. 

Of the 2,866 Cherokee households served in 2011, 75% of all the services and benefits 
went to Tribal Elders and disabled and handicapped households. Because of inadequate 
funding, Cherokee Nation provided $200,000 in additional supplemental funding for 
2011-2012. Even with this supplement, Cherokee Nation’s program is not fully funded 
and the Tribe requests an increase to LIHEAP funds for FY 2013. 

Department of Education 

Cherokee Nation Education Services collaborates across multiple levels to ensure 
education infrastructure and programming serves the education needs of the Cherokee 
Nation. Whether Cherokee Nation coordinates with other tribes, through agreement with 
state agencies, or by educating federal policymakers about tribal needs and successes, the 
Tribe utilizes numerous resources to develop a successful education system that produces 
our future leaders. 

Additionally, it is crucial that our children’s education is equitable with other students, 
and Cherokee Nation desires the foundation of a holistic education framework that 
reduces the high school drop-out rate of Cherokee students, increases retention and 
graduation rates in higher education, and develops language, history, government and 
cultural curricula and programs that revitalize and protect Cherokee culture and integrity. 

The President's FY 2013 Budget Request for ED is $69.8 billion - an increase of $1.7 
billion, or 2.5 percent, over the FY 2012 level. The Cherokee Nation is grateful for this 
increase because it allocates funding for programs critical to our Education Services. 
However, there are numerous areas for improvement. 

Sequoyah High School (SHS): In 1985, Cherokee Nation gained control of Sequoyah 
Schools, a former, underperforming Bureau of Indian Affairs (BIA) boarding school. 
After years of tribal control, Sequoyah is now regionally and state accredited. 


3 


343 


consistently meets Adequate Yearly Progress goals and is flourishing. While Sequoyah 
receives fhnding from Bureau of Indian Education (BIE) grants, the Cherokee Nation 
also utilizes tribal monies from motor vehicle tag sales to fund the School. 

The Campus now covers over 90 acres and houses more than 400 students in grades 7-12 
representing 42 Tribes. Cherokee Nation and other tribes better understand how to 
educate our children and provide cultural curricula that revitalizes and protects language 
and tribal history. The School also creates an academic environment that mirrors college 
preparatory schools by utilizing an advanced curriculum and using data collection to 
track student progress and School performance, which allows the administrators to 
quickly address any deficiencies or problems that develop. 

Unfortunately, when students arrive at SHS from the rural feeder schools, they perform at 
below-average levels, necessitating extra class work and programming to prepare them 
for college and life during their tenure at SHS. Cherokee Nation would like to capture 
younger students to give them the benefit of an SHS education in earlier grades. To 
maximize the opportunity for students, moratoriums on grade expansion must be lifted, 
and funding should be allocated to accommodate grade expansion so Cherokee Nation 
Education Services can reach our children at an earlier age and ensure an equitable, if not 
better, education. 

State-Tribal Education Partnership (STEP) Pilot: Cherokee Nation is very 
appreciative of the $2 million dollars appropriated for the Pilot Project in the FY 2012 
Budget. This pilot project will increase the role of Tribal Education Departments (TED) 
in education and will help tribes provide an equitable learning environment for our 
children. Therefore, we request $2 million in FY 2013 for the TED pilot project. 

This pilot project allows TEDs to receive funding as authorized in the Elementary and 
Secondary Education Act (ESEA) for education programs and authorizes the TED to 
directly administer such ESEA programs in a similar fashion as the Cherokee Nation 
receives and administers funding for IHS and BIA self-governance programs. Cherokee 
Nation respectfully requests this Subcommittee work to ensure the pilot project is funded 
for next year and the Appropriations Act language directs the Department of Education to 
directly provide ESEA fimding to the tribes chosen to participate in the pilot project. 

Teacher Quality: The Cherokee Nation appreciates the 25 percent set-aside — in the 
Effective Teachers and Leaders State Grant funds, under Title II - because this increased 
set-aside of approximately $617 million would support efforts to better recruit teachers. 
While this money will help build evidence on how to best recruit, train, and support 
effective teachers and school leaders; recruit and prepare effective science, technology, 
engineering, and mathematics teachers; and invest in efforts to enhance the teaching and 
school leadership professions, it is also necessary to find teachers that can better provide 
educational opportunities to Native American students. 

Currently, No Child Left Behind (NCLB) standards that require a Bachelor’s Degree or 
its equivalent for “effective” teacher designation have eliminated the ability for many 
teachers in rural areas and tribal communities to achieve state certification. Tribes should 
be involved in the process for defining requirements for “effective” teachers, as the needs 
for teachers in tribal communities will differ from metropolitan areas. The definition of 
“effective” should take into consideration the unique barriers facing rural and tribal 
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communities and should allow creative solutions that encourage teacher development and 
student performance, while increasing accessibility for tribal teachers to enter the 
classroom. 

Moreover, policy change is needed to enable the teaching of native languages in public 
and tribal school systems. Many native language speakers who are willing to teach in 
public and tribal school systems are elders, who do not have a bachelor’s degree and 
cannot gain state certification through existing state standards. Federal protection is 
needed to encourage expansion of native language curricula, giving authorization for 
alternate certification measures for cultural courses and subject matter. 

Access to Funding: Cherokee Nation appreciates the President’s Budget Request for $1 
billion in funds for Race to the Top. With this money, funds would be awarded to states 
with a strong record for increasing college affordability and quality, which could be 
demonstrated in such ways as maintaining a consistent state financial commitment to 
higher education, making use of data to drive policy, and improving alignment between 
K-12 and postsecondary education and across colleges. However, there should also be 
more funds dedicated to tribal children who often receive an inequitable education. 

For FY 2013, there is a $67 million — or five percent — cut in Impact Aid, as the 
elimination of the line item for Payments for Federal Property. The justification for this 
elimination is the line item pa5Tnents are made to Local Education Agencies without 
regard to the presence of federally-connected children and do not necessarily provide for 
educational services for such children. Though this cut likely will not have a large effect 
on Indian Country, this provides the opportunity for the Cherokee Nation to request the 
assurance that Impact Aid reaches our children. Too many times. Impact Aid that schools 
receive is not directed to those children in need. This must end and schools that receive 
Impact Aid must ensure our tribal children receive the best opportunity possible for an 
equitable education. 

Tribal Input: Cherokee Nation supports inter-agency cooperation between ED and DOI 
and applauds the work of both agencies for collaborating toward meaningful 
improvement in Indian Coimtry. Additionally, Cherokee Nation recognizes the 
Departments’ dedication to meaningful tribal consultation, which has been evidenced by 
listening sessions, conference calls, and visits to Indian Country. This continued 
commitment of strengthening the govemment-to-govemment relationship takes a 
necessary step toward leveraging more control to tribal education departments. 
Ultimately, this control is needed so tribes can adequately protect the learning needs of 
our tribal youth and ensure they receive a rigorous, culturally sensitive education. 


Once again, Cherokee Nation is committed to providing federal services and direct, local- 
level programs, including job creation, health and education services, in a time when 
economic issues and desired deficit reduction hinder federal attempts to accomplish the 
same. While the Tribe appreciates your hard work to protect tribal funding, the federal 
government’s current fiscal situation does not negate its trust responsibility to Cherokee 
Nation and Indian Country. Therefore, funding must be protected through the 
sequestration and FY 2013 appropriations process. Please contact the Cherokee Nation 
Washington Office at 202.393.7007 with any questions or requests for additional 
information. 
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THURSDAY, MARCH 29, 2012 
WRITTEN TESTIMONY 
OF 

JAN FORTNEY, VICE-PRESIDENT 

CONWAY HUMAN DEVELOPMENT CENTER PARENT ASSOCIATION 
85 Lauren Drive; Plumerville, Arkansas 72127 
(501) 208-5966 
j anfortney@hughes.net 

TESTIMONY PREPARED FOR: 

HOUSE COMMITTEE ON APPROPRIATIONS 
(Sub-Committee on Labor, Health and Human Services, Education, and Related Agencies) 

REGARDING: 

DHHS/ADMINISTRATION ON CHILDREN & FAMILIES/ADMINISTRATION ON 
DEVELOPMENTAL DISABILITIES POUCIES 


I am the mother and legal guardian of an adult daughter (Kim) who is profoundly intellectually 
disabled with severe multi-handicapping conditions. My daughter has been this way from 
birth. She is now 37 years of age, and functions and understands at the level of a 15 to 22 month 
old child. She is the delight of my life, and I have spent my life trying to take care of her, and 
look after her best interests. Kim spent her first 18 'A years in our home, and at that time in her 
life she seemed to want and need some independence away from Mom and Dad. At that point I 
made the most difficult decision of my life for Kim to live away from us. For the past 1 8 Vi 
years she has been a resident of the Conway Human Development Center (CHDC) in Conway, 
Arkansas. CHDC is an Intermediate Care Facility for the Mentally Retarded (ICF/MR). 

My daughter thrived at CHDC from the very beginning, which confirmed to us that this decision 
for her was a good one. Kim is very happy with her daily life. She spends her days going to 
class, the gym, the pool, church, on and off-grounds activities, horseback riding/therapy, and 
many others things too numerous to mention. She receives wonderful care from loving and 
caring staff members. THIS IS HER HOME! The employees there are HER EMPLOYEES, so 
to speak. Her home is a Medicaid-certified licensed facility, and is certified by the Commission 
on Accreditation of Rehabilitation Facilities (CARP) as well. 

The discretionary grants programs funded through Public Law 106-402 (the DD Act) many times 
are in the forefront of lobbying for elimination of the publicly-operated; Medicaid certified 
licensed facilities for individuals with sever intellectual and developmental disabilities like my 
daughter. The DD Act programs’ use of HHS flmds to seek the closure of HHS-funded facilities 
is an absurd use of federal funding that is causing thousands of our nation’s most medically 
fragile and vulnerable people to be displaced from their specialized homes, resulting in 
irreparable harm and even death in many cases. 

I object to the activities of the Administration on Developmental Disabilities (“DD Act” 
programs) policies, the effect of which is to eliminate intermediate care 
programs/licensed congregate care facilities for persons with severe/profound cognitive- 
developmental disabilities (these facilities are known as Intermediate Care Facilities for 
the Intellectually Disabled -ICFs/ID, formerly known as ICFs/MR). Our state’s facilities 
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and residents have been impacted by these DD Act programs with their activities of 
trying to take away guardianship from parents/guardians of their loved ones with 
intellectual disabilities. They have public press conferences announcing that they are 
requesting our state’s leaders to close these facilities. These groups also promote taking 
funds from one option of service care and giving it to others, when if adopted, it woul 
leave a deficit in the care of our state’s most vulnerable population. There are many 
more examples of these DD Act program’s wrongful activities, but are too numerous to 
mention. 

I would like to recommend that the subcommittee place restrictions on the 
Administration on Developmental Disabilities’ Fiscal Year 2013 budget, that program 
funds may not be used to undermine and/or eliminate licensed facilities for persons with 
cognitive-developmental disabilities - intellectual disabilities. 

PLEASE STOP THE MISGUIDED DEINSTITUTIONALIZATION ACTIVITITES OF THE 
DISCRETIONARY DD ACT PROGRAMS. 

Thank you for this opportunity to comment. Please feel free to contact me for additional 
information. 

Sincerely, 

Jan Fortney 

Mother and guardian of Kim 
85 Lauren Drive 
Plumerville, AR 72127 
(501) 208-5966 
janfortney@hughes.net 
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COUNCIL OF ACADEMIC FAMILY MEDICINE 

Association of Departments of F^amily Medicine 
Association of Family Medicine Residency Directors 
North American Primary Care Research Group 
Society of Teachers of Family Medicine 

Submitted far the Record to the House Ajymprictiom Subcommittee on 
Labor, Health and Human Services, Education, tmd Related Agencies - Mirch 29, 2012 

FY 2013 FUNDING REQUESTS 

Concerning: Health Resources and Services Administration (HRSA), Title VII Primary Care Training and 
Enhancement {Section 747 of Public Health Service Act (PHS)), and the Agency for Healthcare Research 
and Quality (AHRQ) 

The member organizations of the Council of Academic Family Medicine (CAFM) are pleased to submit 
testimony on behalf of programs under the jurisdiction of the Health Resources and Services 
Administration (HRSA) and the Agency for Healthcare Research and Quality (AHRQ). The programs we 
support in our testimony are ones that deliver an investment in our nation’s workforce and health 
infrastructure. They are a down payment on a US health care system with a foundation of primary care 
that will produce better health outcomes and reduce the ever rising costs of health care. We understand 
that hard decisions must be made in these difficult fiscal times, but even in this climate we hope the 
Committee will recognize that the production of a robust primary care workforce for the future is a 
necessary investment that cannot wait. 

Members of both parties agree there is much that must be done to support primary care production and to 
nourish the development of a high quality, highly effective primaiy care workforce to serve as a 
foundation for our health care system. Providing strong funding for these programs is essential to the 
development of a robust workforce needed to provide this foundation. 

We urge the Committee to appropriate at least $71 million for the health professions program, 
Primary Care Training and Enhancement, authorized under Title VII, Section 747 of the Public 
Health Service Act in order to allow for a new competitive cycle for physician primary care training 

Hope R Wittenberi, Director, Government Relations 2021 Massachusetts Ave, NW Washington, DC 20036 • 202-®8-3308 
hwittenberg@stfm.org 
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grants. In addition, we recommend the Committee fund AHRQ at a base, discretionary level of at 
least $400 million for fiscal year 2013 

Primary Care Training and Enhancement 

The Primaiy Care Training and Enhancement Program (Title VII, Section 747 of the Public Health 
Service Act) has a long history of providing indispensible funding for the training of primary care 
physicians. With each successive reauthorization. Congress has modified the Title VII health professions 
programs to address relevant workforce needs. The most recent authorization directs the Health Resources 
and Services Administration (HRSA) to prioritize training in the new competencies relevant to providing 
care in the patient-centered medical home model. It also calls for the development of infrastructure 
within primaiy care departments for the improvement of clinical care and research critical to primary care 
delivery, as well as innovations in team management of chronic disease, integrated models of care, and 
transitioning between health care settings. 

We urge you to support at least a $7 1 million appropriation for the Primary Care Training and 
Enhancement program funded through the Labor-HHS-Education appropriations bill. This funding level 
is necessary to permit a competitive grant cycle for physician primary care training grants. Without 
additional funding, this wilt be the second year in a row there are insufficient funds to conduct a grant 
cycle. In a time of increasing primary care need, we urge you to recognize the importance of maintaining 
and expanding the pipeline of primaiy care production and training. Funding for primaiy care training is 
an investment in the future restraint of health care spending, as well as in improved health outcomes. 

Level funding for primaiy care training is not enough. With the allocation of 15% of the appropriations of 
the Primary Care Training and Enhancement program line for physician assistant training. Congress has 
taken steps to alleviate the shortfall in physician assistant training. However, not funding a competitive 
cycle for physicians stifles opportunities for inter-professional, team-based training. The nation needs new 
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initiatives relating to increased training in inter-professional care, the patient-centered medical home, and 
other new competencies required in our developing health system. Such initiatives will be impossible to 
implement without a competitive grant cycle. Now is the time to ensure that critical funding for the 
Primary Care Training and Enhancement program takes place. We cannot allow the primaiy care pipeline 
to diy up. 

Key advisory bodies such as the Institute of Medicine (lOM) and the Congressional Research Service 
(CRS) have also called for increased funding. The lOM (December 2008) pointed to the drastic decline 
in Title VII funding and described these health professions workforce training programs as “an 
undervalued asset.” The CRS found that reduced funding to the primary care cluster has negatively 
affected the programs during a time when more primary care is needed (February 2008). 

According to the Robert Graham Center, (Title Vlfs decline: Shrinking investment in the primary care 
training pipeline, Oct., 2009), “the number of graduating U.S. allopathic medical students choosing 
primary care declined steadily over the past decade, and the proportion of minorities within this 
workforce remains low.” Unfortunately, this decline coincides with a decline in funding of primary care 
training funding - funding that we know is associated with increased primary care physician production 
and practice in underserved areas. The report goes on to say that “the nation needs renewed or enhanced 
investment in programs like Title VII that support the production of primary care physicians and their 
placement in underserved areas.” 

A recent study in the Annals of Family Medicine (Phillips and Turner, March/April 2012) stated that 
“Meeting this increased demand [for primary care physician production] requires a major investment in 
primaiy care training.” The study continues, “Expansion of Title VII, Section 747 with the goal of 
improving access to primary care would be an important part of a needed, broader effort to counter the 
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decline of primary care.” Failure to launch such a national primary care workforce revitalization program 
will put the health and economic viability of our nation at risk.” 

Title VII has a profound impact on states across the country and is vital to the continued development of a 
workforce designed to care for the most vulnerable populations and meet the needs of the 21" century. 

The evidence is clear; 

• Demonstration projects and international experiences that preferentially invest in primaiy care 
can reduce spending, particularly for inpatient and emergency department care (Health Affairs, 
Mar-Apr 2009). 

• “There is compelling evidence that health care outcomes and costs in the United States are 
strongly linked to the availability of primary care physicians. For each incremental primary care 
physician (PCP), there is 1 .44 fewer deaths per 10,000 persons. Patients with a regular primaiy 
care physician have lower overall health care costs than those without one.” (Council on Graduate 
Medical Education (COGME) December, 2010) 

• Hospital readmission after discharge is often a costly failing of the U.S. health care system to 
adequately manage patients who are ill. Increasing the number of family physicians (FPs) is 
associated with significant reductions in hospital readmissions and substantial cost savings. 
(Robert Graham Center, 2011) 

We urge the Congress to appropriate at least $71 million for the health professions program. 
Primary Care Training and Enhancement authorized under Title VII, Section 747 of the Public 
Health Service Act in order to allow for a new competitive cycle for physician primary care training 
grants. 
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Agency for Health Care Research and Quality (AHRQ) 

As mentioned above, the overall health of a population is directly linked to the strength of its primary 
health care system. Primary care research includes: translating science into the practice of medicine and 
caring for patients, understanding how to better organize health care to meet patient and population needs, 
evaluating innovations to provide the best health care to patients, and engaging patients, communities, 
and practices to improve health. 

Research related to the most common acute, chronic, and comorbid conditions that primary care clinicians 
care for on a daily basis is lacking. AHRQ supports research to improve health care quality, reduce costs, 
advance patient safety, decrease medical errors, and broaden access to essential services. This research is 
key to helping create a robust primary care system for our nation — one that delivers higher quality of care 
and better health while reducing the rising cost of care. Despite this need, little is known about how 
patients can best decide how and when to seek care, introduce and disseminate new discoveries into real 
life practice, and how to maximize appropriate care. And yet, the majority of research funding supports 
research of one specific disease, organ system, cellular, or chemical process - not for primary care. 

One cogent example of how AHRQ funded research is making a difference in primary care practices is a 
study on “Care Coordination Accountability Measures for Primary Care Practice,” published in January, 
2012. This report builds on earlier work and presents measures “that are well suited for use by health 
plans and insurers to assess the quality of coordination in primary care practices and by primary care 
practices themselves to assess their own performance.” This type of research requires sufficient funding 
for AHRQ so it can help researchers address the problems confronting our health system today. 

We recommend the Committee fund AHRQ at a base, discretionary level of at least $400 million for 
fiscal year 2013. 
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On behalf of the Cystic Fibrosis Foundation and the 30,000 Americans with cystic fibrosis (CF), we are pleased to submit the 
following testimony with our requests for Fiscal Year 2013 Labor, Health and Human Services, and Education Appropriations 


On behalf of the Cystic Fibrosis Foundation and the approximately 30,000 people with cystic fibrosis (CF) in the 
United States, we are pleased to submit die following testimony to the House of Representatives’ Appropriations Subcommittee 
on Labor, Health and Human Services, Education and Related Agencies requesting $32 billion for the National Institutes of 
Health (NIH) in Fiscal Year 2013. Particularly, the CF Foundation urges the Committee to support NIH’s National Center for 
Advancing Translational Sciences (NCATS), programs under the NCATS umbrella including the Therapeutics for Rare and 
Neglected Diseases (TRND) program, and collaborative efforts by NIH and the Food and Drug Administration (FDA) such as 
the Regulatory Science Initiative and the FDA-NIH Joint Leadership Council. 

ABOUT CYSTIC FIBROSIS 

Cystic fibrosis is a life-threatening genetic disease for which there is no cure. People with CF have two copies of a 
defective CFTR gene, which causes the body to produce abnormally thick, sticky mucus that clogs the lungs and results in life- 
threatening lung infections. This mucus also obstructs the pancreas, preventing pancreatic enzymes from assisting in the 
breakdown of food and the absorption of nutrients. 

The mission of the Cystic Fibrosis Foundation is to find a cure for cystic fibrosis and improve the quality of life for 
people living with the disease. This is accomplished by funding life-saving research and working to provide access to quality 
care and effective therapies for people with CF. Through the Foundation’s efforts, the life expectancy of a child with CF has 
doubled in the last 30 years. Although real progress toward a cure has been made, the lives of young people with CF are still cut 
far too short. 

SUSTAINING THE FEDERAL INVESTMENT IN BIOMEDICAL RESEARCH 

This Committee and Con^^s are to be commended for their support for biomedical research through the years, 
particularly for increasing funding for the NIH and establishing the National Center for Advancing Translational Sciences 
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(NCATS) in Fiscal Year 2012. It is vital that we continue to provide robust funding for the NIH, so that it can allow patients to 
benefit from scientific advances like the mapping of the human genome, and continue to train the next generation of scientists, 
create new jobs, and promote economic growth. 

We support the recommendation of the Ad Hoc Group for Medical Research that the Subcommittee recognize the 
National Institutes of Health (NIH) as a critical national priority by providing at least $32 billion in funding in the FY 2013 
Labor-HHS-Education Appropriations bill. This funding recommendation represents the minimum investment necessary to 
avoid further loss of promising research aid at the same time allows the NIH’s budget to keep pace with biomedical inflation. 

A report from United for Medical Research indicates that funding from the National Institutes of Health supported 
more than 432,000 jobs and generated more than $62.1 billion in economic activity in 201 1. Cutting funding for NIH would not 
only curb this economic ^ovrth, but would impede the fight against many of the most serious diseases and stifle the scientific 
progress that makes the United States the worldwide leader in biomedical research. 

We urge this Committee and Congress to maintain robust investment in biomedical research at the NIH so it can fund 
critical research today that will provide the cures of tomorrow. 

STRENGTHENING CLINICAL RESEARCH AND DRUG DEVELOPMENT 

In the past two decades the Cystic Fibrosis Foundation has pioneered an Innovative research approach resulting in a 
robust pipeline of potential therapies that target cystic fibrosis from every angle. 

As part of this approach the Foundation created a “venture philanthropy” model, through which CFF has raised and 
invested hundreds of millions of dollars to help fund cystic fibrosis drugs and therapies. Nearly every CF drug and therapy 
available today was supported by the CF Foundation. By providing upfront funding and reducing financial risk for drug 
companies like Vertex Pharmaceuticals, CFF has made sure that this rare disease has not been ignored. 

The Foundation has also created a Therapeutics Development Network (TDN) to achieve greater efficiency In clinical 
investigation. Challenges inherent in small patient populations, like the availability of participants for clinical trials, prompted 
the Foundation to create a network of academic centers and CF care centers that collaborate across sectors and share best 
practices, speeding clinical research on promising potential treatments. 

One such treatment developed through this approach is Kalydeco^^, a groundbreaking new drug created by Vertex 
Pharmaceuticals in collaboration with the Cystic Fibrosis Foundation. Kalydeco is a breakthrough as it is the first treatment to 
address the underlying cause of cystic fibrosis in 1,200 patients with a particular genetic mutation. It has led to tremendous 
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health gains for those who take the drug and has opened exciting new doors to research and development that may eventually 
lead to a cure for all people living with CF. 

While the CF Foundation has made great progress, still more needs to be done for cystic fibrosis and other rare 
diseases, many of which have no treatments available. We are hopeful that tine Committee will bolster programs tiiat support 
translating basic scientific research into therapies that can make a real difference to vulnerable patient populations. 

Advancing Translational Science at the NIH 

The CF Foundation strongly urges this Committee to increase funding for NIH’s newly-established National Center for 
Advancing Translational Sciences (NCATS), which will catalyze innovation by improving the process by which di^ostics 
and therapeutics are developed, thereby diminishing obstacles to translating basic scientific research into treatments. This will 
make translational science more efficient, less expensive, and less risky. 

The specific programs housed in NCATS are integral to this mission, including the Clinical and Translational Science 
Awards (CTSA), the Cures Acceleration Network (CAN), and the Therapeutics for Rare and Neglected Diseases (TRND) 
program. They are designed to transform the way in which clinical and translational research is conducted and flmded. NW 
Director Dr. Francis Collins has cited the Cystic Fibrosis Foundation’s successful Therapeutics Development Network as a 
model for TRND’s innovative therapeutics development model. 

NCATS is already advancing a number of initiatives. For example, NCATS is working with the Defense Advanced 
Research Projects Agency (DARPA) and the FDA to design a tissue chip for drug screening. This chip, composed of diverse 
human cells and tissues, mimics how drugs interact in humans. If successful, this chip could make drug safety and efficacy 
assessments more accurate and even make them possible earlier in the development process - enabling investigators to 
concentrate on the most promising new drugs. 

Robust funding for NCATS will give industry, academia, and other stakeholders the tools and resources needed to 
speed the development of diagnostics and treatments. 

Increasing Collaboration 

The CF Foundation urges the Committee to support collaborative efforts by the Food and Drug Administration and the 

National Institutes of Health, such as the Regulatory Science Initiative and the FDA-NIH Joint Leadership Council. 

Collaboration between the NIH and FDA has the potential to help move innovative new drugs more quickly through the 

development process and into the hands of patients by ensuring that the FDA has the resources, strategies, and tools it needs to 

efficiently review and regulate drugs in this ever changing scientific landscape. As treatments like Kalydeco are being 
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developed to target specific genetic mutations and smaller and smaller populations, it is important that the FDA has the 
expertise it needs to quickly move these drugs through the review process. 

Support should also be directed toward the continuation and expansion of research networks, such as NIH’s pediatric 
liver disease consortium at the National Institute of Diabetes, Digestive, and Kidney Diseases (NIDDK). This successful 
collaboration is helping researchers discover treatments not only for CF liver disease but for other diseases that affect thousands 
of children each year. 

SUPPORTING DRUG piscOVERY 

The Cystic Fibrosis Foundation’s clinical research is fueled by a drug discovery effort comprised of early stage 
translational research into successful treatments for this disease. Several research projects at the NIH could eventually be the 
key to controlling or curing cystic fibrosis. 

For example, the CF Foundation commends NIH for issuing two Requests for Applications (RFAs) that specifically 
target cystic fibrosis — one on early lung disease and the other on cystic fibrosis related diabetes. The Cystic Fibrosis Foundation 
also encourages NIH to continue its investment in a research program at the University of Iowa to study the effects of CF in a 
pig model. The program, funded throu^ research awards from the National Heart, Lung, and Blood Institute (NHLBI) and the 
CF Foundation, bears great promise to help make significant developments in the search for a cure. 

Understanding CFTR Folding and Trafficking 

The data that emerged from Kalydeco Phase 2 and 3 clinical trials is proof that the way in which this drug targets the 
physiological defect that causes CF, called CFTR protein function modulation, is a viable therapeutic approach. However, this 
exciting data was obtained from patients with a specific CF mutation which affects only 4 percent of the CF population. More 
research is needed to understand other genetic mutations, the most common of which causes multiple negative effects, including 
misfolding and poor activation properties of the CFTR protein. We encourage the Committee to increase investment in genetic 
research that can help scientists to better understand this more common mutation. 

Personalized Medicine 

Strong federal and private investment in research is bringing personalized medicine to the forefront of drug research 
and development. Kalydeco, discussed above. Is an outstanding ex^ple of the power of personalized medicine. If the four 
percent of the CF population for which Kalydeco is effective had not been properly identified and targeted for this therapy, the 
studies would have concluded that Kalydeco was not effective, because 95 percent of patients would not have responded. 
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While exciting and promising for patients, the advancement of personalized medicine is also expensive, complex, and 
scientifically challenging. For instance, CF doctors are facing difficulties in delivering appropriate care to CF patients, as 
insurance providers will not cover certain combinations of medicines that clinicians have found to be effective for cystic fibrosis 
when there is no formal clinical data to support it. This puts patients in a difficult position, as these clinical trials are unlikely to 
be performed by pharmaceutical companies because they are expensive and treat a very small, targeted population. As such, we 
urge the Committee to provide sustained federal investment in personalized medicine, to help move this burgeoning field 
forward and support the advancement of exciting scientific discoveries. 

*** 

The Cystic Fibrosis Foundation has devoted our own resources to developing treatments dirough drug discovery, 
clinical development, and clinical care. Several of the drugs in our pipeline show remarkable promise in clinical trials and we 
are increasingly hopeful that these discoveries will bring us even closer to a cure. However, sufficient investment in basic 
science, translational science, clinical research, and drug development programs at NIH are vital to continuing these successes 
not only for CF but for all rare diseases. 

We uige the Committee to consider these factors as you craft the Fiscal Year 201 3 Labor, Health and Human Services, 
and Education Appropriations legislation. We stand ready to work with NIH and Congressional leaders on the challenging 
issues ahead. Thank you for your consideration. 
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STATEMENT OF THE DIGESTIVE DISEASE NATIONAL COALITION 
507 CAPITOL COURT, N.E. SUITE 200 
WASHINGTON, D.C. 20002 
(202)544-7499 

SUBMITTED TO THE HOUSE COMMITTEE ON APPROPRIATIONS; 
SUBCOMMITTEE ON LABOR, HEALTH AND HUMAN SERVICES, 
EDUCATION, AND RELATED AGENCIES 

ON THE 

FISCAL YEAR 2013 

DEPARTMENT OF HEALTH AND HUMAN SERVICES APPROPRIATIONS 


March 29, 2012 

SUMMARY OF FY13 RECOMMENDATIONS 

1) $32 BILLION FOR THE NATIONAL INSTITUTES OF HEALTH (NIH) AT AN INCREASE 
OF $1 BILLION OVER FY 2012. INCREASE FUNDING FOR THE NATIONAL CANCER 
INSTITUTE (NCI), THE NATIONAL INSTITUTE OF DIABETES AND DIGESTIVE AND 
KIDNEY DISEASES (NIDDK) AND THE NATIONAL INSTITUTE OF ALLERGY AND 
INFECTIOUS DISEASES (NIAID) BY 12%. 

2) CONTINUE FOCUS ON DIGESTIVE DISEASE RESEARCH AND EDUCATION AT NIH, 
INCLUDING INFLAMMATORY BOWEL DISEASE (IBD), HEPATITIS AND OTHER 
LIVER DISEASES, IRRITABLE BOWEL SYNDROME (IBS), COLORECTAL CANCER, 
ENDOSCOPIC RESEARCH, PANCREATIC CANCER, AND CELIAC DISEASE. 

3) $50 MILLION FOR THE CENTERS FOR DISEASE CONTROL AND PREVENTION'S (CDC) 
HEPATITIS PREVENTION AND CONTROL ACTIVITIES. 

4) $50 MILLION FOR THE CENTER FOR DISEASE CONTROL AND PREVENTION’S (CDC) 
COLORECTAL CANCERSCREENING AND PREVENTION PROGRAM. 

Thank you for the opportunity to again submit testimony to the Subcommittee. Founded in 1978, 


the Digestive Disease National Coalition (DDNC) is a voluntary health organization comprised of 33 


professional societies and patient organizations concerned with the many disea.ses of the digestive tract. 


The DDNC promotes a strong federal investment in digestive disease research, patient care, disease 


prevention, and public awareness. The DDNC is a broad coalition of groups representing 
disorders such as Inflammatory Bowel Disease (IBD), Hepatitis and other liver diseases. Irritable 


Bowel Syndrome (IBS), Pancreatic Cancer, Ulcers, Pediatric and Adult Gastroesophageal Reflux 


Disease, Colorectal Cancer, and Celiac Disease. 
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The social and economic impact of digestive disease is enormous and difficult to 
grasp. Digestive disorders afflict approximately 65 million Americans. This results in 50 
million visits to physicians, over 10 million hospitalizations, collectively 230 million days of 
restricted activity. The total cost associated with digestive diseases has been conservatively 
estimated at $60 billion a year. 

The DDNC would like to thank the Subcommittee for its past support of digestive disease 
research and prevention programs at the National Institutes of Health (NIH) and the Centers for 
Disease Control and Prevention (CDC). 

Specifically the DDNC recommends: 

• $2.16 billion for the National Institute of Diabetes and Digestive and Kidney Disease (NIDDK). 

• $32 billion for the NIH. 

We at the DDNC respectfully request that any increase for NIH does not come at the expense of 
other Public Health Service agencies. With the competing and the challenging budgetary constraints the 
Subcommittee currently operates under, the DDNC would like to highlight the research being 
accomplished by NIDDK which warrants the increase for NIH. 

INFLAMMATORY BOWEL DISEASE 

In the United States today about one million people suffer from Crohn’s disease and ulcerative 
colitis, collectively known as Inflammatory Bowel Disease (EBD). These are serious diseases 
that affect the gastrointestinal tract causing bleeding, diarrhea, abdominal pain, and fever. 

Complications arising from IBD can include anemia, ulcers of the skin, eye disease, colon 

cancer, liver disease, arthritis, and osteoporosis. The cause of IBD is still unknown, but research has led to 

great breakthroughs in therapy. 

In recent years researchers have made significant progress in the fight against IBD. 

The DDNC encourages the subcommittee to continue its support of IBD research at NIDDK and 
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NIAID at a level commensurate with the overall increase for each institute. The DDNC would 
like to applaud the NIDDK for its strong commitment to IBD research through the Inflammatoiy 
Bowel Disease Genetics Research Consortium. The DDNC urges the Consortium to continue its 
work in EBD research. Therefore the DDNC and its member organization the Crohn's and Colitis 
Foundation of America encourage the CDC to continue to support a nationwide IBD surveillance and 
epidemiological program in FY13. 

VIRAL HEPATITIS: A LOOMING THREAT TO HEALTH 

The DDNC applauds all the work NIH and CDC have accomplished over the past year in the 
areas of hepatitis and liver disease. The DDNC urges that funding be focused on expanding the 
capability of state health departments, particularly to enhance resources available to the hepatitis 
state coordinators. The DDNC also urges that CDC increase the number of cooperative 
agreements with coalition partners to develop and distribute health education, communication, 
and training materials about prevention, diagnosis and medical management for viral hepatitis. 

The DDNC supports $50 million for the CDC's Hepatitis Prevention and Control activities. The 
hepatitis division at CDC supports the hepatitis C prevention strategy and other cooperative 
nationwide activities aimed at prevention and awareness of hepatitis A, B, and C. The DDNC 
also urges the CDC's leadership and support for the National Viral Hepatitis Roundtable to 
establish a comprehensive approach among all stakeholders for vital hepatitis prevention, 
education, strategic coordination, and advocacy. 

COLORECTAL CANCER PREVENTION 

Colorectal cancer is the third most commonly diagnosed cancer for both men and woman in the 
United States and the second leading cause of cancer-related deaths. Colorectal cancer affects 
men and women equally. 

The DDNC recommends a funding level of $50 million for the CDC's Colorectal Cancer 
Screening and Prevention Program. This important program supports enhanced colorectal 
screening and public awareness activities throughout the United States. The DDNC also 
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supports the continued development of the CDC-supported National Colorectal Cancer 
Roundtable, which provides a forum among organizations concerned with colorectal cancer to 
develop and implement consistent prevention, screening, and awareness strategies. 

PANCREATIC CANCER 

In 2006, an estimated 33,730 people in the United States will be found to have pancreatic cancer 
and approximately 32,300 will die from the disease. Pancreatic cancer is the fifth leading cause 
of cancer death in men and women. Only lout of 4 patients will live one year after the cancer is 
found and only 1 out of 25 will survive five or more years. 

The National Cancer Institute (NCI) has established a Pancreatic Cancer Progress Review Group 
charged with developing a detailed research agenda for the disease. The DDNC encourages the 
Subcommittee to provide an increase for pancreatic cancer research at a level commensurate 
with the overall percentage increase for NCI and NIDDK. 

IRRITABLE BOWEL SYNDROME (IBS) 

IBS is a disorder that affects an estimated 35 million Americans. The medical community has 
been slow in recognizing IBS as a legitimate disease and the burden of illness associated with it. 

Patients often see several doctors before they are given an accurate diagnosis. Once a diagnosis 
of IBS is made, medical treatment is limited because the medical community still does not 
understand the pathophysiology of the underlying conditions. 

Living with IBS is a challenge, patients face a life of learning to manage a chronic illness that is 
accompanied by pain and unrelenting gastrointestinal symptoms. Trying to learn how to manage 
the symptoms is not easy. There is a loss of spontaneity when symptoms may intrude at any 
time. IBS is an unpredictable disease. A patient can wake up in the morning feeling fine and 
within a short time encounter abdominal cramping to the point of being doubled over in pain and 
unable to function. 

Mr. Chairman, much more can still be done to address the needs of the nearly 35 million 
Americans suffering from irritable bowel syndrome and other functional gastrointestinal 
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disorders. The DDNC recommends that NIDDK increase its research portfolio on Functional 
Gastrointestinal Disorders and Motility Disorders. 

DIGESTIVE DISEASE COMMISSION 

In 1976, Congress enacted Public Law 94-562, which created a National Commission on 
Digestive Diseases. The Commission was charged with assessing the state of digestive diseases 
in the U.S., identifying areas in which improvement in the management of digestive diseases can 
be accomplished and to create a long-range plan to recommend resources to effectively deal with 
such diseases. 

The DDNC recognizes the creation of the National Commission on Digestive Diseases, and 
looks forward to working with the National Commission to address the numerous digestive 
disorders that remain in today's diverse population. 

CONCLUSION 

The DDNC understands the challenging budgetary constraints and times we live in that this 
Subcommittee is operating under, yet we hope you will carefully consider the tremendous 
benefits to be gained by supporting a strong research and education program at NIH and CDC. 

Millions of Americans are pinning their hopes for a better life, or even life itself, on digestive 
disease research conducted through the National Institutes of Health. Mr. Chairman, on behalf of 
the millions of digestive disease sufferers, we appreciate your consideration of the views of the 
Digestive Disease National Coalition. We look forward to working with you and your staff. 
DIGESTIVE DISEASE NATIONAL COALITION 

The Digestive Disease National Coalition was founded 30 years ago. Since its inception, 
the goals of the coalition have remained the same: to work cooperatively to improve access to 
and the quality of digestive disease health care in order to promote the best possible medical 
outcome and quality of life for current and future patients with digestive diseases. 
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STATEMENT OF 
JANET HIESHETTER 
EXECUTIVE DIRECTOR 
DYSTONIA MEDICAL RESEARCH FOUNDATION 

ON BEHALF OF THE 

DYSTONIA MEDICAL RESEARCH FOUNDATION 
ONE EAST WACKER DRIVE, SUITE 2810 
CHICAGO, IL 60601 
312-755-0198 

REGARDING FISCAL YEAR 2013 APPROPRIATIONS FOR THE 
NATIONAL INSTITUTES OF HEALTH 

SUBMITTED TO THE 

HOUSE COMMITTEE ON APPROPRIATIONS 
SUBCOMMITTEE ON LABOR, HEALTH AND HUMAN SERVICES, EDUCATION, 
AND RELATED AGENCIES 

MARCH 29, 2012 

SUMMARY OF RECOMMENDATIONS FOR FISCAL YEAR 2013 ; 

. $32 BILLION FOR THE NATIONAL INSTITUTES OF HEALTH (NIH) AND 
CONCURRENT PERCENTAGE INCREASES ACROSS ITS INSTITUTES AND 
CENTERS. 

• CONTINUE TO SUPPORT THE DYSTONIA COALITION WITHIN THE RARE 
DISEASE CLINICAL RESEARCH NETWORK (RDCRN) COORDINATED BY THE 
OFFICE OF RARE DISEASES RESEARCH (ORDR). 

• EXPAND DYSTONIA RESEARCH AT NIH THROUGH THE NATIONAL INSTITUTE 
ON NEUROLOGICAL DISORDERS AND STROKE (NINDS), THE NATIONAL 
INSTITUTE ON DEAFNESS AND OTHER COMMUNICATION DISORDERS (NIDCD), 
AND THE NATIONAL EYE INSTITUTE (NEI). 


Dystonia is a neurological movement disorder characterized by involuntary muscle 
spasms that cause the body to twist, repetitively jerk, and sustain postural deformities. Focal 
dystonia affects specific parts of the body, while generalized dystonia affects multiple parts of 
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the body at the same time. Some forms of dystonia are genetic but dystonia can also be caused 
by injury or illness. Although dystonia is a chronic and progressive disease, it does not impact 
cognition, intelligence, or shorten a person’s life span. Conservative estimates indicate that 
between 300,000 and 500,000 individuals suffer from some form of dystonia in North America 
alone. Dystonia does not discriminate, affecting all demographic groups. There is no known cure 
for dystonia and treatment options remain limited. 

Although little is known regarding the causes and onset of dystonia, two therapies have 
been developed and proved particularly useful to control patients’ symptoms. Botulinum toxin 
(Botox/Myobloc) injections and deep brain stimulation (DBS) have shown varying degrees of 
success alleviating dystonia symptoms. Until a cure is discovered, the development of 
management therapies such as these remains vital, and more research is needed to fully 
understand the onset and progression of the disease in order to better treat patients. 

DYSTONIA RESEARCH AT THE NATIONAL INSTITUTES OF HEALTH (NIHl 

Currently, dystonia research at NIH is conducted through the National Institutes on 
Neurological Disorders and Stroke (NINDS), the National Institute on Deafness and Other 
Communication Disorders (NIDCD), the National Eye Institute (NEI), and the Office of Rare 
Diseases Research (ORDR). 

ORDR coordinates the Rare Disease Clinical Research Network (RDCRN) which 
provides support for studies on the natural history, epidemiology, diagnosis, and treatment of 
rare diseases. RDCRN includes the Dystonia Coalition, a partnership between researchers, 
patients, and patient advocacy groups to advance the pace of clinical research on cervical 
dystonia, blepharospasm, spasmodic dysphonia, craniofacial dystonia, and limb dystonia. The 
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Dystonia Coalition has made tremendous progress in recruiting patients for clinical trials and 
funding four promising studies that hold great hope for advancing understanding and treatment 
of primary focal dystonias. The DMRF urges the subcommittee to continue its support for 
the Dystonia Coalition within the Rare Disease Clinical Research Network at ORDR. 

The majority of dystonia research at NIH is conducted through NINDS. NINDS has 
utilized a number of funding mechanisms in recent years to study the causes and mechanisms of 
dystonia. These grants cover a wide range of research including the genetics and genomics of 
dystonia, the development of animal models of primary and secondary dystonia, molecular and 
cellular studies in inherited forms of dystonia, epidemiology studies, and brain imaging. The 
DMRF urges the subcommittee to support NINDS in conducting and expanding critical 
research on dystonia. 

NIDCD and NEI also support research on dystonia. NIDCD has funded many studies on 
brainstem systems and their role in spasmodic dysphonia. Spasmodic dysphonia is a form of 
focal dystonia which involves involuntary spasms of the vocal cords causing interruptions of 
speech and affecting voice quality. NEI focuses some of its resources on the study of 
blepharospasm. Blepharospasm is an abnormal, involuntary blinking of the eyelids which can 
cause blindness due to a patient’s inability to open their eyelids. DMRF encourages 
partnerships between NINDS, NIDCD and NEI to further dystonia research. 

In summary, the DMRF recommends the following for fiscal year 2013: 

• $32 billion for NIH and a proportional increase for its Institutes and Centers. 

• Continued support for the Dystonia Coalition within the Rare Diseases Clinical Research 


Network at ORDR. 
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• Increased portfolio of dystonia research at NIH through NINDS, NIDCD, NEI, and 
ORDR. 

THE DYSTONIA MEDICAL RESEARCH FOUNDATION (DMRF') 

The Dystonia Medical Research Foundation was founded over 30 years ago and has been 
a membership-driven organization since 1993. Since its inception, the goals of DMRF have 
remained to advance research for more effective treatments of dystonia and ultimately find a 
cure; to promote awareness and education; and support the needs and well being of affected 
individuals and their families. 

Thank you for the opportunity to present the views of the dystonia community, we look 
forward to providing any additional information. 
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March 29, 2012 

The Honorable Denny Rehberg 
Chairman 

Labor, Health and Human Services, Education, and 
Related Agencies Appropriations Subcommittee 
2448 Rayburn House Office Building 
Washington, DC 20515 


Ttie Honorable Rosa DeLauro 
Ranking Member 

Labor, Health and Human Services, Education, and 
Relat^ Agencies Appropriations Subcommittee 
2413 Rayburn House Office Building 
Washington. DC 20515 


As Directors of the Student Support Services and Ronald E. McNair Postbaccalaureate Achievement program, 
respectively, at Eastern Washington University (EVWJ), we were distressed to learn that not only did the Department of 
Education request level funding for TRIO in FY 2013, but also that the Department cut $10 million from the McNair 
program in the upcoming grant competition. While we could send a long letter, outlining the importance and benefits of 
TRIO, we choose to let the testimonies of our alumni speak to the power of the programs. 



Dr. Kerensa Allison earned a Bachelor's Degree in Biology from Eastern 
Washington University (EWU) in 1997; a Master of Science Degree in Biology 
from EWU in 2000, and a PhD in Anthropology from Washington State University 
in 2010. She is currently an Associate Professor of Anthropology at Lewis-Clart( 
State College in Lewiston, Idaho. 


In her own words: “I am the oldest of three children who grew up in a rural apple-producing town on the Canadian border 


{population 1 ,700). My mother and father worked hard to make ends meet; welfare, frequent moves, and wage labor were 
all part of my adolescence, Graduating from high school in 1993, 1 enrolled at Eastern Washington University the next fall, 
where I found myself underprepared for the college experience. Fortunately Eastern's TRIO Student Support Services 
provided the foundation to complete my biology degree, and acceptance into the TRIO Ronald E. McNair Scholar 
Program changed the course of my life. TRIO McNair at EWU is not solely about preparing students for the GRE or 
helping them write their statement of purpose for graduate school. McNair helped me break down my personal barriers of 
self-doubt, which haunts all first-generation and low-income students. McNair provided the guidance in application, 
personal support during my academic journey, and celebration when I finished both my Master's in Biology (EWU) and 


Doctorate in Anthropology (WSU).” 


“I recently accepted a tenure-track position working for Lewis-Clark State College where 80% of the student body qualifies 
for TRIO services. I will continue the TRIO legacy to help guide, support and inspire the next generation of TRIO 


students." 
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Dr. Micheal Callaway entered the TRIO McNair Program at Eastern Washington 
University in the summer after his sophomore year, in 1998. Ultimately, he earned a 
Master's Degree in Rhetoric and Composition and a PhD in Rhetoric and 
Composition/Linguistics from Arizona State University. He is currently the Residential 
Faculty and Writing Program Administrator in the English Department at Mesa 
Community College in Mesa, Arizona. 


In his own words; “I feel very fortunate. I became aware of the McNair Program by accident. Back in the late 90s the 
McNair Program was located across the hall from the Academic Success Center (ASC), which housed TRIO Student 
Support Services. One of the advisors in the ASC suggested that I check out McNair. I had an hour to kill before my next 
class, so I walked across the hall. Those were five of the most important steps in my life. Up until that point, I didn't have 
any life plans. I was in college because my parents told me that I had to go. They both had GEDs and couldn't give me 
any insights into what the higher education landscape looked like. They just knew that I needed a degree to be 
successful. The McNair Program put me on track for success. I conducted research under the guidance of tenured faculty 
in the English department and presented at regional and national conferences." 


"The TRIO McNair Program even coordinated meetings with graduate schools on the trips to conferences. Meetings with 
faculty from other graduate programs were invaluable. From those experiences, I realized that my work with McNair set 
me apart from other undergraduates. Coming from the background that I did, it was easy for me to discount my own 
achievements. I thought that since my McNair faculty mentors were also my teachers that they praised my work because 
they liked me. The validation from scholars who didn't know me helped me see the value of my own work. My McNair 
advisors didn't praise my work because they liked me; they saw promise in my work and wanted to support me as 1 grew 
into a soholar. Those experiences also taught me not to doubt my ability to make meaningful contributions to my field of 
study. Most of all, I realized that graduate school was within my reach. I never would have completed a doctorate degree, 
published articles or published a book if not for the program." 



Dr. Rita Davis earned her Master's in Physical Therapy from Eastern Washington 
University in 2000. That year, she also was awarded the Minority Scholarship 
Award from the American Physical Therapy Association (APTA). She began work 
at the Yakima Regional Medial Cardiac Center in 2007, and completed her 
Doctor of Physical Therapy (DPT) at the University of Montana in May 2011. In 
August 2011, she took her current position in the acute care setting at Yakima 
Valley Memorial Hospital. She plans to continue her education by pursuing an 
MBA in Healthcare Management. 
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In her own words: “TRIO McNair gave me an instant support system for furthering my education. Being the first person 
in my family to go to college meant that although my family was proud of me, they did not always understand how to help 
me. The program taught me how to be a better student and to get what I needed out of my programs. McNair TRIO 
allowed me to develop my leadership skills by mentoring students in the cohorts after me, which I loved doing. The staff at 
EWU's McNair TRIO program still offer me support as I continue to pursue higher education opportunities. I am thankful 
that I was given the opportunity to be a McNair Scholar. It was an experience that gave me the tools I needed to be 
successful and skills that I use every day.” 



Sheikh Omar Jobe is currently finishing his PhD in Endocrinology and Reproductive 
Physiology and MBA in Marketing Research dual degree at the University of Wisconsin 
Madison. He received a Bachelor of Science degree from Eastern Washington University 
with a major in Biology as McNair Scholar. Shortly after graduation, Omar worked for 
Medtronic Inc., one of the world's largest cardiovascular medical device manufacturing 
companies. For his excellence in academic achievement and research, Omar has received 
various merit-based awards including Pfizer SGI President's Best New Investigator from 
Society for Gynecologic Investigation and USDA-NIFA-NRi awards from Society for the 
Study of Reproduction. As a graduate student, his work has led to various presentations at 
national/international conferences as well as publications in high impact peer-reviewed 
journals. 


In His Own Words: "Most students understand that college will be different - and harder - than high school, but many 
minorities including myself do not realize exactly what those differences and challenges will be. More importantly, there 
are few academic programs that have attempted to counteract the various visible and invisible barriers minorities 
encounter upon entry to college such as the TRIO McNair Program. The Eastern Washington University McNair Scholar 
Program provided tools and an outlet for grappling with the competitive demands of academics and economics, the needs 
of family and the search for meaningful relationships. Moreover, the program provided a blueprint and resources to enter 
graduate school and various tools for retention. Apart from helping me learn about the rigors of life and academia, 
preparing for the GREs and building presentation skills, the McNair program gave us the opportunity to travel to 
conferences and meetings for professional development. It is because of them that we always remember that as TRIO 
McNair scholars we are here to contribute to the value of the world and adhere to a deep sense of purpose and ultimately 
increase the number of minority and underrepresented populations in graduate programs." 
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During Dr. Martin Meraz Garcia's junior year at Eastern Washington University, he was 
introduced to the TRIO Ronald E. McNair Scholar Program. His decision to apply to the 
program was to have life changing consequences. Dr. Garcia earned his PhD from 
Washington Slate University in Political Science. Currently, he serves as an Assistant 
Professor of Chicano Studies at Eastern Washington University. His book, Ordinary Individuals 
Who Become NarcoirafTiceis, was published by Kendall Hunt Publishing in 2012. 


In his words: "The program opened the door to a world I did not know, a world that historically has been only accessible 
to the elite. As a first-generation, low-income student, who barely knew how to read, write and speak English. TRIO 
McNair gave me the support and preparation that enabled me to earn a doctoral degree - a degree that allows me to 
teach at universities, to present my research at national and international conferences and to publish articles in scholarly 
journals. Most importantly, I am able to mentor students from backgrounds like mine and to encourage them to earn their 
degrees so that they too, will be able to contribute to their communities." 



Jon Panamaroff is the Executive Director and Senior Vice President at First Oweesta Corporation. Mr. 
Panamaroff is an enrolled member of the Sun'aq Tribe of Kodiak, Alaska and a descendent of 
the Koniag Alaskan Native Cooperation. Prior to joining Oweesta Jon had spent his professional 
career in finance and Native American economic development. He worked as Northwest Zone 
Credit Manager for the Office of Indian Energy and Economic Development, Division of Capital 
Investments as well as with the Department of the Interior. He also was Vice President of 
Business Development and Senior Commercial Lending Officer at Native American Bank, N.A, 
as well as a Commercial Credit Card Analyst for Bank of America, and a Project Manager/Lead 
of the Program Management Office and IDIQ center at Koniag Services, Inc. 


Over the last five years Jon has been directly involved in managing or generating over $500 Million of investment capital 


into Native Communities. This investment went directly to individual Native entrepreneurs. Tribes, Tribally & Alaska Native 


owned enterprises. At the Office of Indian Energy and Economic Development Jon set himself apart by providing nearly 
$60 Million of loan guaranties in 2009 to tribal enterprises while working with and visiting many of the 110 Tribes in the 
Northwest Zone to discuss solutions to Native American enterprise development. This was recognized and Jon was 
selected for the Department of Interior's Indian Affairs Leadership Development Program which grooms GSM &15 


managers for Senior Executive Service positions. 


As a Vice President at Native American bank Jon serviced his 26 Tribal and Alaska Native Corporation owners by 
producing much of the bank’s commercial loan portfolio. When leaving the bank Jon was presented with the Best 
Business Development Officer award. 
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Mr. Panamarotf completed his Bachelors of Arts in Business Administration and a Bachelors of Arts in Organizational 
Psychology with departmental honors in both disciplines from Eastern Washington University. He states his experience 
as a TRIO McNair Scholar at EWU helped him build a strong foundation for a professional career bringing positive change 
to Native American communities throughout the country. Jon also earned a Master's of Public Administration from EWU, 
and is currently working on a Graduate Degree of Banking at Colorado where he plans to graduate in June 2012. In 
2010, Mr. Panamaroff was recognized by the National Center for American Indian Enterprise Developments "Native 
American 40 under 40". 

I hope that you have found these testimonies compelling and that you will support increased funding for TRIO programs 
and students. Thank you for your consideration. 

Sincerely, 



Aaron Brown, Director 
Student Support Services 
Eastern Washington University 


Christina Torres Garcia, PhD, Director 

Ronald E. McNair Postbaccalaureate Achievement 

Eastern Washington University 
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The Elder Justice Coalition 

A National Advocacy Voice for Elder Justice in America 
John B. Breaux, Honorary Chair ♦ Robert B. Blancato, National Coordinator 

March 7, 2012 

The Honorable Denny Rehberg 
Chairman 

House Appropriations Committee-Labor, Health and Human Services, Education, and Related 

Agencies Subcommittee 

2358 Rayburn House Office Building 

Washington, DC 20515 

The Honorable Rosa DeLauro 
Ranking Member 

House Appropriations Committee-Labor, Health and Human Services, Education, and Related 

Agencies Subcommittee 

2413 Rayburn House Office Building 

District of Columbia 205 1 5 

Dear Chairman Rehberg and Ranking Member DeLauro: 

The Elder Justice Coalition (EJC) thanks you for providing an opportunity to submit testimony 
as you consider an FY 2013 Labor-HHS and Education Appropriations bill. The EJC is a 3,000 
member strong, non-partisan organization dedicated to advocating for funding for the Elder 
Justice Act (EJA) and related elder abuse prevention legislation. The EJA was passed over two 
years ago and while authorized funding for the EJA is $195 million per year, for the second year 
in a row, zero funds have been appropriated for the EJA. Two years later, vulnerable older 
adults who should be proteeted by the law are confronted with the same threats of abuse, neglect 
and exploitation. 

The President’s FY 2012 budget requested a total of $21.5 million for the EJA. We strongly 
supported that level last year and continue to this year. This funding was targeted for state adult 
protective services (APS) operations and the Long-Term Care Ombudsman Program. APS 
workers are often the first responders to cases of abuse and neglect. They are faced with 
increasing and complex caseloads yet; there is no dedicated federal funding stream for APS 
programs. The Long-Term Care Ombudsman Program provides resident advocacy to elders and 
adults with disabilities who live in long-term care settings. This program is consistently 
underfunded. 

According to the Department of Justice, one out of every 10 older adults are victims of elder 
abuse. A 201 1 study on elder abuse prevalence indicated that out of 23.5 elder abuse cases, only 
1 is reported. For financial exploitation, the ratio is an astounding 43.9 to 1 reported. A 201 1 
study found that the annual financial loss by victims of elder financial abuse is at least $2.9 
billion, a 12% Increase from the $2.6 billion estimated in a similar 2009 study. 

Big Sky Senior Services in Billings reports they received an average of one elder abuse referral a 
day in the past year and as the earlier mentioned studies show there are likely many more cases 
that go unreported. 


1 6 1 2 K Street. NW Suite 400 Washington, D.C. 20006 
Phone: 202-789-0470 ♦ Fax: 202-223-2099 
WWW.ELDER.IIJSriCECOALmON.COM ♦ ELDERJUSTICE@VERIZON.NET 
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The Elder Justice Coalition 

A National Advocacy voice for Elder Justice in America 
John B. Breaux, Honorary Chair ♦ Robert B. Blancato, national Coordinator 

We urge you to include a minimum appropriation of $21.5 million for the Elder Justice Act in 
yourFY 2013 Labor-HHS Appropriations bill. We feel the President’s FY 2013 request of $ 8 
million is simply inadequate. We ask you to consider the fact that funds we invest in elder abuse 
prevention today will save Medicaid and Medicare dollars that elder abuse victims might 
otherwise need. 

We thank you for your consideration and please feel free to contact me with questions or 
concerns. 


Respectfully Submitted, 




Robert B. Blancato 
National Coordinator 


1 6 1 2 K Street, NW Suite 400 Washington, D.C. 20006 
Phone: 202-7800470 ♦ Fax: 202-223-2099 
WWW.ELDERJUSTICECOALmON.COM ♦ ELDERJUSTICE@VERI20N.NET 
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Eidercare Workforce Alliance 
Outside Witness Testimony 

Subcommittee on Labor, Health and Human Services, 

Education and Related Agencies 
Committee on Appropriations 
United States House of Representatives 

March 29, 2012 

Written Testimony” Regarding Funding Requests for Eidercare Workforce Programs 
of the Department of Health and Human Services 

Submitted on behalf of the 
Eidercare Workforce Alliance 
By 


Nancy Lundebjerg, MPA 
Alliance Co-Convener 
(212) 308-1414 


Michele Saunders.DMD, MS, MPH 
Alliance Co-Convener 
(210) 567-7439 


Mr. Chairman and Members of the Subcommittee; 

We are w/riting on behalf of the Eidercare Workforce Alliance (EWA), which is comprised of 29 national 
organizations united to address the immediate and future workforce crisis in caring for an aging America. As 
the Subcommittee begins consideration of funding for programs in FY 2013, the Alliance” asks that you 
consider $48.7 million in funding for the geriatrics health professions and direct-care worker training 
programs that are authorized under Titles VII and VIII of the Public Health Service Act as follows: 

• $40.3 million for Title VII Geriatrics Health Professions Programs 

• $3.4 million for direct care workforce training; and 

• $5 million for Title VIII Comprehensive Geriatric Education Programs 

Geriatrics health profession and direct-care worker training programs are integral to ensuring that America’s 
healthcare workforce is prepared to care for the nation's rapidly expanding population of older adults. 


**The positions of the Eidercare Workfijrce Alliance reflect a consensus of 75 percent or more of its members. This testimony reflects the consensus of the 
Alliance and does not necessarily represent the position of individual Alliance member organizations. 


The Eidercare Workforce Alliance is a project of The Advocacy Fund. 
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In light of current fiscal constraints, EWA specifically requests $48.7 million in funding for the following 
programs administered through the Health Resources and Services Administration (HRSA) under Title VII 
and Vill of the Public Health Service Act. 

Title VII: Geriatrics Health Professions 
Appropriations Request: $40.3 Million 

Title VII Geriatrics Health Professions programs are the only federal programs that: (1) seek to increase the 
number of faculty with geriatrics expertise in a variety of disciplines; and (2) offer critically important training 
for the healthcare workforce overall to improve the quality of care for America's elders. 

• Geriatric Academic Career Awards (GACA) : The goal of this program is to promote the development of 
academic clinician educators in geriatrics. Program Accomplishments: In Academic Year 2010-2011, the 
GACA Program funded 68 full-time junior faculty awardees. These awardees provided interdisciplinary 
training in geriatrics to 38,392 health professionals in clinical geriatrics; provided interdisciplinary team 
training to 6,617 clinical staff in various geriatric clinical settings; and provided geriatric services to 57,364 
geriatric patients who are underserved and uninsured patients in acute care, geriatric ambulatory care, 
long-term care, and geriatric consultation services settings. HRSA, through the Affordable Care Act, 
expanded the awards to be available to more disciples. EWA strongly supports and requests adequate 
funding for future expansion. Currently, new awardees are selected only every five years and to meet the 
need for clinician educators in all disciplines, EWA believes that we need to invest more in this program in 
order to develop adequate numbers of faculty to provide this training. Specifically, these academic career 
development awards should be available to clinician educators annually. EWA's FY 2013 request of $5.5 
million includes will support current GAC Awardees in their development as clinician educators. 


EWA - FY20i3 Appropriations Request to the House Labor-HHS-Education & Related Agencies Subcommittee 
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• Geriatric Education Centers (GECl : The goal of the Geriatric Education Centers is to provide quality 
interdisciplinary geriatric education and training to the health professions workforce including geriatrics 
specialists and non-specialists. Program Accomplishments: In Academic Year 2010-2011, the 45 GEC 
grantees developed and provided 2,103 education and training offerings to health professions students, 
faculty, and practitioners related to care of older adults. Interdisciplinary education and training was 
provided to 10,703 interdisciplinary teams. The grantees provided education and training to 64,414 health 
professions students, faculty, and practitioners. The GECs provide much needed education and training. As 
part of the ACA, Congress authorized a supplemental grant award program that will train additional faculty 
through a mini-fellowship program. The program provides training to family caregivers and direct care 
workers. Our funding request of $22.7 million includes support for the core work of 45 GECs and $2.7 
million awarded to 24 GECs that would be funded to undertake development of mini-fellowships under 
the supplemental grants program included in ACA. 

• Geriatric Training Program for Physicians. Dentists. (GTPDI and Behavioral and Mental Health Professions : 
The goal of the GTPD is to increase the number and quality of clinical faculty with geriatrics and cultural 
competence, including retraining mid-career faculty in geriatrics. Program Accomplishments: In Academic 
Year 2010-2011, 13 non-competing continuation grants were supported. A total of 54 physicians, dentists 
and psychiatry fellows provided geriatric care to 24,139 older adults across the care continuum. Geriatric 
physician fellows provided health care to 13,788 older adults; geriatric dental fellows provided health care 
to 4,834 older adults; and geriatric psychiatric fellows provided health care to 5,516 older adults. This 
program supports training additional faculty in medicine, dentistry, and behavioral and mental health so 
that they have the expertise, skills and knowledge to teach geriatrics and gerontology to the next 
generation of health professionals in their disciplines. EWA's funding request of $8.8 million will support 
13 institutions to continue this important faculty development program. 


EWA - FY2013 Appropriations Request to the House Labor-HHS-Education & Related A^ncies Subcommittee 
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• Geriatric Career Incentive Awards Program : Congress authorized this new program through the ACA. It 
offers grants to foster greater interest among a variety of health professionals in entering the field of 
geriatrics, long-term care, and chronic care management. EWA’s funding request of $3.3 million supports 
implementation of this new program. 

Title VII Direct-Care Worker Training Program 
Appropriations Request; $3.4 million 

Direct-care workers help older people carry out the basic activities of daily living and are critical to ensuring an 
adequate geriatrics workforce. More than one million additional direct-care workers will be needed by 2018, 
according to the latest employment projections. 

• Training Opportunities for Direct Care Workers: In the ACA Congress approved a program administered by 
HHS that will offer advanced training opportunities for direct care workers. While this vital training 
program was left out of President Obama’s budget, EWA believes Congress must fund it to create new 
employment opportunities by offering new skills through training. EWA's funding request of $3.4 million 
will support the Department of Labor to establish this unique grant program to support community 
colleges in increasing the geriatrics knowledge and expertise of this workforce. 


Title VIII Geriatrics Nursing Workforce Development Programs 
Appropriations Request: $5 million 

These programs, administered by the HRSA, are the primary source of federal funding for advanced education 
nursing, workforce diversity, nursing faculty loan programs, nurse education, practice and retention, 
comprehensive geriatric education, loan repayment, and scholarship. 


EWA - FY2013 Appropriations Request to the House labor-HHS-£docation & Related Agencies Subcommittee 
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• Comprehensive Geriatric Education Program : The goal of this program is to provide quality geriatric 
education to individuals caring for the elderly. Program Accomplishments: In Academic Year 2010- 
2011, 27 non-competing Comprehensive Geriatric Education (CGEP) grantees provided education and 
training to 3,645 registered nurses, 1,238 registered nursing students, 870 direct service workers, 569 
licensed practical/vocational nurses, 264 faculty and 5,344 allied health professionals. This program 
supports additional training for nurses who care for the elderly; development and dissemination of 
curricula relating to geriatric care; and training of faculty in geriatrics. It also provides continuing 
education for nurses practicing in geriatrics. 

• Traineeships for Advanced Practice Nurses : Through the ACA, the Comprehensive Geriatric Education 
Program is being expanded to include advanced practice nurses who are pursuing long-term care, 
geropsychiatric nursing or other nursing areas that specialize in care of elderly. 

EWA’s funding request of $5 million supports the training of nurses who care for older adults and offer 
traineeships to nurses under the newly implemented traineeship program. 

On behalf of the members of the Eldercare Workforce Alliance, we commend you on your past support for 
geriatric workforce programs and ask that you join us in expanding the geriatrics workforce at this critical time 
- for all older Americans deserve quality of care, now and in the future. 

Thank you for your consideration. 


EWA - FY2013 Appropriations Request to the House Labor-HHS-Education & Related A^ncies Subcommittee 
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The 

Endocrine 

Society’ 


8401 Connecticut Avenue, Suite 90CH- Chevy Chase, MARYLAND+aoSis-sSiy^- 'Rlewone 301.941.0200 i Fax 301.941.0259 +www.endo-sodety.org 


FY 2013 HOUSE APPROPRIATIONS COMMITTEE PUBLIC TESTIMONY 
SUBMITTED BY THE ENDOCRINE SOCIETY 

FOR THE SUBCOMMITTEE ON LABOR, HEALTH AND HUMAN SERVICES, 
EDUCATION, AND RELATED AGENCIES 

DIRECTED AT THE DEPARTMENT OF HEALTH AND HUMAN SERVICES/NATIONAL 

INSTITUTES OF HEALTH 

The Endocrine Society is pleased to submit the following testimony regarding Fiscal Year 2013 federal 
appropriations for biomedical research, with an emphasis on appropriations for the National Institutes of 
Health (NIH). The Endocrine Society is the world's largest and most active professional organization of 
endocrinologists representing more than 15,000 members worldwide. Our organization is dedicated to 
promoting excellence in research, education, and clinical practice in the field of endocrinology. The 
Society’s membership includes thousands of researchers who depend on federal support for their careers 
and their scientific advances. 


A half century of sustained investment by the United States federal government in biomedical research 
has dramatically advanced the health and improved the lives of the American people. The NIH 
specifically has had a significant impact on the United States’ global preeminence in research and 
fostered the development of a biomedical research enterprise that was at one time unrivaled throughout 
the world. However, the dominance of the US research enterprise is being sorely tested with the 
consistently low funding increases allotted to the NIH since 2003. Just one small example of this is the 
dramatic increase in the percentage of manuscripts from investigators in Europe and Asia that are 
published in our own journals. 

While funding for basic research in the US appears to be slowing down, other countries are ramping up 
funding. China, for instance, plans to increase investment in basic research by 26 percent per year, and 
European countries will increase funding for basic research over the next seven years by 40 percent. 'The 
countries of China, Ireland, Israel, Singapore, South Korea and Taiwan collectively increased their 


‘Dt. Francis Collin’s Testimony to House Appropriations Subcommittee. March 20, 2012 
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research and development (R&D) investments by 214 percent between 1995 and 2004. The United 
States increased its total R&D investments by 43 percent during the same period.^ 

Although some would argue that the investment of other countries in R&D will benefit the US through 
the subsequent discoveries, innovation is one of the keys to the economic growth and stability of our 
country. As President Obama stated, “The key to our success — as it has always been— will be to 
compete by developing new products, by generating new industries, by maintaining our role as the 
world’s engine of scientific discovery and technological innovation. It’s absolutely essential to our 
future.’’ Unfortunately, the President’s FY 2013 budget request for the NIH does not reflect this 
commitment. 

The relative lack of support for funding the biomedical research enterprise has consequences for our 
economy. Funding from the NIFl supported more than 432,000 jobs and generated more than $62. 1 
billion in economic activity last year. More than 80 percent of its budget directly funds “extramural” 
research performed by 325,000 scientists at more than 3,000 institutions in all 50 states and the District 
of Columbia. ^ While the number of jobs supported is impressive, it is unfortiuiately a decline from 
2010, when the money spent by NIH extramurally supported 487,900 jobs, approximately 55,000 more 
jobs than in20 1 1 . This is a direct illustration of the impact that lack of sustained investment in the 
agency is beginning to have. 

In addition to creating jobs, funds from NIH grants put money back into the local and state economies 
through salaries and purchase of equipment, laboratory supplies, and vendor services. On average, for 
each dollar of taxpayer investment, NIH grants generate $2.21 in economic activity. As an example, 
UCLA generates almost $15 in economic activity for each dollar, resulting in a $9.3 billion impact on 
the region. The estimated economic impact of Baylor on the surrounding community is more than $358 
million, generating more than 3,300 jobs.'' 


^The Task Force on the Future of American Innovation. Measuring the Moment: Innovation, National Security, and 
Economic Competitiveness. 

^United for Medical Research. NlH's Role in Sustaining the US Economy; A 2011 Update, March 20, 2012. 
'^Federation of American Societies for Experimental Biology. NIH Advocacy Slides: California. Texas. 
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Although the NIH has a significant impact on our local, state, and national economies, its primary 
purpose is to improve the health of the American people. Each year, the NIH funds thousands of 
research grants, facilitating the discovery of methods of prevention, treatment, and cure for debilitating 
diseases that negatively impact the health of the nation’s citizens and fuel rising health care costs. 

Nearly half of all Americans have a chronic medical condition, and these diseases now cause more than 
half of all deaths worldwide. Deaths attributed to chronic conditions could reach 36 million by 2015 if 
the trend continues unabated. In order to prevent and treat these diseases, and save the country billions 
in healthcare costs, significant investment in biomedical research will be needed. 

During a time of economic instability, investment in biomedical research makes sense because it leads to 
cures and treatments for debilitating diseases while at the same time generating significant economic 
activity for the local community. 

The Endocrine Society remains deeply concerned about the future of biomedical research in the United 
States without sustained support from the federal government. The Society strongly supports increased 
federal funding for biomedical research in order to provide the additional resources needed to enable 
American scientists to address the burgeoning scientific opportunities and maintain the country’s status 
of the preeminent research enterprise. The Endocrine Society recommends that NIH receive at least $32 
billion in FY 2013.This funding recommendation represents the minimum investment necessary to avoid 
further loss of promising research and global preeminence, while allowing the NIH’s budget to keep 
pace with biomedical inflation. 
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March 23, 2012 

Testimony of Barbara Park Leggett, Executive Director 
Explore & More Children's Museum 
300 deed Avenue 
East Aurora, NY 14052 

To the House Appropriations Subcommittee On Labor, Health and Human Services, Education, and 
Related Agencies Subcommittee Members 

Summary: In support of at least $35 million for the Institute of Museum and Library Services (IMLS) 
Office of Museum Services (OMS) 

The guidelines set forth in the Museums for America program and other museum grant opportunities 
through IMLS are stringent and focused, encouraging museums around the nation to strive for best 
practices in serving our communities and administering our public trust. IMLS funding is a national 
challenge to encourage those of us in the museum field to strive for excellence in serving our 
communities and your constituents. I strongly encourage you to continue your support of at least $35 
million for the Office of Museum Services. 

Through support from the Institute of Museum and Library Services, Explore & More Children’s 
Museum has dramatically expanded its reach and services into community. 

Explore & More received partial funding for the development of a multi-faceted program. Cultures for 
Kids. The program included the development of detailed hands-on exhibits, in-school programs and an 
interactive website all designed to teach children more about the world around them. Currently each 
year, nearly 50,000 children and families are learning about various cultures and countries through these 
programs. 

Long after the grant was complete, the positive impact on our museum and on the community 
continues. The programs developed through the grant encouraged our institution to develop additional 
programs for schools, libraries and other community centers - including cultural celebrations, folk arts 
days and outreach programs to children in low-income communities. 

The development of focused educational collections started with this program and has expanded over 
the past several years. Children in Western New York can try on one of several school uniforms from 
the middle school in China attended by our in-schooI presenting teacher. They can watch their teacher 
transformed as she goes from "regular” clothes to a full hajib as part of the museum’s program on 
Yemen. They can play with a toy armadillo made by a child living in a remote region of the Amazon 
rainforest. None of this would have been possible without the support of IMLS. 

Explore & More has received regional, state and national recognition for this program, including the 
2012 Association of Children’s Museum’s Promising Practices Award. Children’s museums around the 
nation will be able to use our program as a model for building their own - again increasing the reach 
and impact of the IMLS funding exponentially. 

We are truly honored to have been a recipient of IMLS funding and encourage you to continue support 
of this important community asset. 
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Written Testimony for the Record 

Outside Witness Testimony 

Subcommittee on Labor, Health and Human Services, and Education and Related Agencies, U.S. 
Labor Health and Human Services, Committee on Appropriations, U.S. House 


Prepared by the Research Working Group of the Federal AIDS Policy Partnership - March 29, 2012 

Chairman Rehberg, Ranking Member DeLauro and members of the Committee, thank you for the 
opportunity to provide testimony on the National Institutes of Health (NIH) budget overall and for 
AIDS research in fiscal year 2013 (FY13). Tomorrow’s scientific and medical breakthroughs depend 
on your vision, leadership and commitment towards robust NIH funding over the next year. To this 
end, the Research Working Group (RWG) urges this Committee to support - at minimum - the 
President’s NIH budget request and also recommends a funding target of |35 billion in FY13 to 
maintain the U.S.’s position as the world leader in medical research and innovation. 

Investments in health research via NIH have paid enormous dividends in the health and wellbeing 
of people in the U.S. and around the wodd. NIH funded HIV and AIDS research has supported 
innovative basic science for better drug therapies, evidence-based behavioral and biomedical 
prevention interventions and promising vaccine candidates which have saved and improved the lives 
of millions and holds great promise for significandy reducing HIV infection rates and providing 
more effective treatments for those living with HIV/AIDS in the coming decade. 

Despite these advances, the number of new HIV/AIDS cases continues to rise in various 
populations in the U.S. and around the world. There are over one million HIV-infected people in 
the U.S., the highest number in the epidemic’s 31-year history; additionally over 56,000 Americans 
become newly infected every year. The evolving HIV epidemic in the U.S. disproportionately affects 
the poor, sexual and racial minorities and the most disenfranchised and stigmatized members of our 
communities. Globally, around 34 million people are living with HIV; 3.4 million of them are 
children.' However, with proper funding coupled with the promotion of evidence based policies, 
2012 will be a time of great scientific progress in prevention science, vaccines and finding a cure for 
HIV as well as addressing the co-motbid illnesses that affect patients with HIV such as viral 
hepatitis and tuberculosis. Further, as Washington D.C. is set to host the International AIDS 
Conference this summer, the gains in science made by NIH funded research programs will reflect 
our preeminence as the world’s most powerful research enterprise fighting this deadly global 
epidemic. 

Major advances over the last two years in HIV prevention technologies - in particular with 
mictobicides, HIV vaccines, circumcision, antiretroviral treatment as prevention and pre exposure 
prophylaxis using antiretrovirals (PrEP) - demonstrate that adequately resourced NIH programs can 
transform our lives. Federal support for AIDS research has also led to new treatments for other 
diseases, including cancer, heart disease, AlzheimeFs, hepatitis, osteoporosis and a wide range of 
autoimmune disorders. Over the years, NIH has sponsored the evaluation of a host of HIV vaccine 
candidates, some of which ate advancing to efficacy trials. The recent successful iPrEx and HPTN 
052 trials have shown the potential of antiretroviral drugs to prevent HIV infection. Moreover 


' http://www.avert.orE/worlstatinfo.htni 
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increased funding will support the future testing of new microbicides and therapeutics in the 
pipeline via the implementation of a newly restructured, cross-cutting HIV clinical trials network 
which translates NIH-funded scientific innovation into critical quality of life gains for those most 
affected with HIV. The ultimate goal of a cure for HIV infection increasingly seems within reach 
based on scientific advances facilitated by NIH funding. Several major new NIH-supported projects 
ate imderway and they have helped spur international efforts to secure additional non-NIH 
financing and create a global strategy for HIV cure-related research. 

Increased funding for NIH in FY13 makes good bipartisan economic sense, especially in shaky 
times. Robust funding for NIH overall will enable research universities to pursue scientific 
opportunity, advance public health, and create jobs and economic growth. In every state across the 
country, the NIH supports research at hospitals, universities, private enterprises and medical 
schools. This includes the creation of jobs that will be essential to future discovery. Sustained 
investment is also essential to train the next generation of scientists and prepare them to make 
tomorrow’s HIV discoveries. NIH funding puts 350,000 scientists to work at research institutions 
across the country. According to NIH, each of its research grants creates or sustains six to eight 
jobs and NIH supported research grants and technology transfers have resulted in the creation of 
thousands of new independent private sector companies. NIH Director Francis Collins has stated 
that for every dollar invested in NIH research generates more than two dollars for that local 
community within the same year.^ Strong, sustained NIH funding is a critical national priority that 
will foster better health and economic revitalization. 

Let’s not jeopardize our future. Since 2003, funding for the NIH has failed to keep up with our 
existing research needs - damaging the success rate of approved grants and leaving very little money 
to fund promising new research. The real value of the increases prior to 2003 has been precipitously 
reduced because of the relatively higher inflation rate for the cost of research and development 
activities undertaken by NIH. According to the Biomedical Research and Development Price Index 

- which calculates how much the NIH budget must change each year to maintain purchasing power 

- between FY 2003 and FY 2011, the cost of NIH activities according to the BRDI will have 
increased by 32.8%. By comparison, the overall budget of the NIH increased by $3.6 billion or 
13.4% over FY 2003. So in real terms, the NIH has already sustained budget decreases of close to 
20% over the past 9 years due to inflation alone. As such, any further cuts to NIH will have the 
clear and devastating effects of unde rminin g our nation’s leadership in health research and our 
scientists’ ability to take advantage of the expanding opportunities to advance health care at home 
and around the world. The race to find better treatments and a cure for cancer, heart disease, AIDS 
and other diseases, and for controlling global epidemics like AIDS, tuberculosis and malaria, all 
depend on a robust long term investment strategy for health research at NIH. 

In conclusion, the RWG calls on Congress to sustain what has been a bipartisan federal 
commitment towards combating HIV as well as other chronic and life threatening illnesses by 
increasing funding for NIH to $35 billion in FY2013. A meaningful commitment towards stemming 
the epidemic and securing the well being of people with HfV cannot be met without prioritizing the 
research investment at NIH that will lead to tomorrow’s lifesaving vaccines, treatments and cures. 
Thank you for the opportunity to provide these comments. 


2 NIH FY 2012 Congressional Budget Justification, http: / / officcofi)udgetCKltuh.gov/ pdfe/FYl 2/ Volume%201 %20- 
%2QOverview.pdf 
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Contacts 

Kevin Fisher, J.D., M.S. 

AVAC: Global Advocacy for HIV Prevention 
423 West 127th Street, New York, NY 1002*^ 
Phone: + 1 212.369.1458 
Email: I 


Coco Jervis, J.D. 

TAG: Treatment Action Group 

611 Broadway, Suite 308, New York, NY 10012 

Phone: 1202.904.0290 

F.fnail- Coco.Jervis@tregtmpntactiongroup.Qrg 
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Federation of American Societies for Experimental Biology 

9650 Rockville Pike, Bethesda, MD 20814-3998 • www.FASEB.org 


Testimony of 

Joseph C. LaManna, PhD, President 
Federation of American Societies for Experimental Biology 
On 

FY 2013 Appropriations for the National Institutes of Health 
Submitted to the 

House Committee on Appropriations 

Subcommittee on Labor, Health and Human Services, Education, and Related Agencies 
Representative Denny Rehberg, Chair 
Representative Rosa DeLauro, Ranking Member 

The Federation of American Societies for Experimental Biology (FASEB) respectfully 

requests a fiscal year (FY) 2013 appropriation of $32 billion for the National Institutes of 

Health (NIH) as the first step of a program of sustained growth that will keep pace with 

increasing scientific opportunities and return to the demonstrated capacity of the research 

enterprise. 


As a federation of 26 scientific societies, FASEB represents more than 100,000 life scientists and 
engineers, making it the largest coalition of biomedical research associations in the United 
States. FASEB’s mission is to advance health and welfare by promoting progress and education 
in biological and biomedical sciences, including the research funded by NIH, through service to 
its member societies and collaborative advocacy. FASEB enhances the ability of scientists and 
engineers to improve — ^through their research — the health, well-being, and productivity of all 
people. 
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Research fimded by NIH is essential for improving health, reducing human suffering, and 
protecting the nation against new? and emerging health threats. As a result of the prior investment 
in medical research at NIH, scientists have developed vaccines to protect our citizens from 
cervical cancer, flu, and meningitis; increased survival rates from the most common form of 
childhood leukemia, which are now at 90 percent; and combined effective medicines and a broad 
base of knowledge about lifestyle changes to reduce the death rate for heart disease by more than 
60 percent and stroke by 70 percent. Many of these advances arose from non-medically targeted 
investigations designed to explain basic molecular, cellular, and biological mechanisms. 

More recently, researchers supported by NIH found that a saliva sample from a newborn can be 
used to quickly and effectively detect cytomegalovirus (CMV) infection, a major cause of 
hearing loss in children. CMV is the most common infection passed by a mother to her unborn 
child. As many as 30,000 children are infected with the virus at birth; and ten to fifteen percent 
of them are at risk for developing hearing loss. Monitoring infected children for signs of hearing 
loss as they grow is the best way to ensure they get early treatment, but they often show no 
symptoms. Better CMV screening at birth could help doctors determine which patients to 
monitor for symptoms so they can be treated as quickly as possible. NIH researchers also 
discovered that a noninvasive technique that uses light therapy to selectively destroy cancerous 
cells in mice without harming surrounding tissue could eventually be used to treat tumors in 
humans, a process known as photoimmunotherapy. Using photoimmunotherapy, scientists were 
able to dramatically shrink tumors in mice after a single dose of infrared light therapy. This 
method has the potential to replace some surgical, radiation, and chemotherapy treatments. Last 
year, an international HIV prevention trial funded by NIH was named the “Breakthrough of the 
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Year” by the journal Science. Researchers found that if HIV-infected heterosexual individuals 
began taking antiretroviral medicines when their immune systems are relatively healthy, as 
opposed to delaying therapy until the disease has advanced, they are 96 percent less likely to 
transmit the virus to their uninfected partners. The study convincingly demonstrated that 
antiretroviral medications can not only treat but also prevent the transmission of HIV infection 
among heterosexual individuals, adding to the existing base of public health strategies that can 
be used to make a significant impact on the HIV pandemic. 

These successes are the direct result of a vigorous medical research effort. Sustaining this robust 
enterprise is crucial for meeting the known and unknown challenges that are surely coming, such 
as the increasing numbers of Alzheimer’s disease sufferers as the baby boomer generation ages, 
the increasing incidence of obesity-associated type 2 diabetes, and potential threats through 
bioterrorism. 

In addition to improving health, support for medical research contributes to the nation’s 
economy. Over 80 percent of NIH funds are distributed through competitive grants to more than 
300,000 scientists who work at universities, medical schools, and other research institutions in 
nearly every congressional district in the United States. It is critically important that the nation 
continue to capitalize on previous investments to drive research progress, train the next 
generation of scientists, promote economic growth, and maintain leadership in the global 
innovation economy, particularly as other countries increase their investments in scientific 
research. 
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Predictable and Sustainable Funding Will Drive Innovation and Progress 

The broad program of research supported by NIH is essential for improving our understanding of 
diseases and is a primary source of new innovations in health care and other areas, but because of 
the scale, scope, and time involved, it is the kind of investment that private industry could not 
afford to undertake. Unfortunately, due to several years of flat funding and spending cuts enacted 
in 201 1, the NIH budget is insufficient to fund all of the critical research that needs to be done. 
Furthermore, the rising costs of research and a loss of purchasing power in the NIH budget have 
led to a decrease in the number of research grants awarded to investigators. Data* from the NIH 
website recently analyzed by FASEB demonstrate how difficult times have become: 

• In constant dollars (adjusted for inflation), the FY 2012 budget and the President’s 
proposal for FY 2013 are $4 billion lower than the peak year (FY 2003) and at the lowest 
level since FY 2001. 

• The number of research project grants fimded by NIH has declined every year since 
2004. This trend is projected to continue in FY 2012 and FY 2013, when NIH will fund 
3,100 fewer grants than in FY 2004. 

• Success rates have fallen more than 14 percentage points in the past decade and are 
expected to decline even further in FY 2012 and 2013. 

This analysis clearly demonstrates that we have lost ground. If supplemental appropriations are 
considered, the decline is much greater. NIH reached a capacity of more than $35 billion in FY 
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2010-2011. The high demand for stimulus funding, and the exceptional research that it yielded, 
illustrate that the capacity of the research system is at least $35 billion. 

NIH needs sustainable and predictable budget growth in order to continue important scientific 
investigations that improve the health of all Americans. Advances in research will enhance our 
ability to respond quickly to new health threats and exciting NIH initiatives currently underway 
are poised to accelerate our progress in the search for cures. It would be tragic if we could not 
capitalize on the many opportunities before us. The discovery of a universal vaccine to protect 
adults and children against both seasonal and pandemic flu; nanomedicine that can target cancer 
cells precisely, with limited impact on healthy cells; and development of gene chips and DNA 
sequencing technologies that can predict risk for high blood pressure, kidney disease, diabetes, 
and obesity are just a few of the research breakthroughs that will be delayed if we fail to sustain 
the investment in NIH. 

Maintaining the current level of effort requires an inerease equal to the biomedical research and 
development price index (BRDPI), which is projected to be 2.8 percent for FY 2013, and 
additional funds are essential to take advantage of the exciting and urgent opportunities in 
science and medicine available today. A 1.7 percent increase above BRDPI could provide 
support for nearly 170 additional research grants. To prevent further erosion of the nation’s 
capacity for biomedical research, FASEB recommends an appropriation of at least $32 billion for 
NIH in FY 2013. 


Thank you for the opportunity to offer FASEB's support for NIH. 


Page 5 



390 


SENIOR STAFF 
President 
David Kass 
Chief Ofierating Officer 
Miriam A. Rollin. J.D. 
Vice Ih^sktents 
Marc Breslaw 
Jeff Kirsch 
Amy Dawson Taggart 
Nation^ Director 
Natasha O'Dell Archer, J.D. 


STATE DIRECTORS 
Califomia 
Barrie Becker, J.D. 
4IS-762-8270 
liiinots 
Tim Carpenter 
312-265-2260 
NsUne 
Kim Gore 
207-725-5946 
Michig»i 
K.P. Pelleran 

517- 371-3565 
Montma 

David Curry 
406-558-4732 
New York 
Meredith Wiley. J.D. 

518- 465-5462 

Ohio 
Cyndy Rees 
614-264-6662 
Oregon 
Mardia Brooks 
503-649-2068 
Pennsylvania 
Bruce Clash 
717-233-1520 
Wsuhington 
Laura Welts 
206-664-7110 



IGHT 

Invest 


CRIME: 

in Kids 


5,000 Police Chiefs, Sheriffs, 
Prosecutors, other Law Enforcement 
Leaders, and Violence Survivors 
Preventing Crime and Violence 


U.S. House of Representatives 
Committee on Appropriations 

Subcommittee on Labor, Health and Human Services, and Education 

Public Witness Hearing: March 29, 2012 

Written Testimony for the Record: 

Mark Muir 
Chief of Police 
Missoula, MT 

On Behalf of: 

Fight Crime: Invest in Kids 


Urging the Committee to maintain access for at-risk kids to crucial investments that 
will keep our communities safe by including: (1) an increase of $910 million, over FY 
2012 levels, in funding for early care and education programs (Head Start, Early Head 
Start, and the Child Care and Development Block Grant); (2) dedicated funding for an 
Early Learning Challenge competition through Race to the Top; and (3) at least $1,152 
billion for after-school programming through 21” Century Community Learning 

Centers. 


1212 New York Ave. NW, Ste 300 • Washington, DC 2000S • (202) 776-0027 • Fax (202) 776-01 10 • www.6ghtcrime.org 



391 


Mr. Chairman and Members of the Subcommittee: 

Thank you for the opportunity to submit this testimony. My name is Mark Muir and I serve as the Chief of 
Police for Missoula, Montana and President of the Montana Association of Chiefs of Police. I am also a 
member of Fight Crime: Invest in Kids, a national anti-crime organization of more than 5,000 police chiefs, 
sheriffs, prosecutors, attorneys general, other law enforcement leaders, and victims of violence who have 
come together to take a hard-nosed look at what really works to keep kids from becoming criminals. 

As a law enforcement executive with over 21 years of experience, I know there is no substitute for tough law 
enforcement and dangerous criminals need to be locked up. But I also know that arrest and incarceration 
alone will not reduce our communities’ crime problems. My own experience tells me, and research proves, 
that targeted investments in kids, which help them get the right start in life, can prevent them from turning to 
gangs, drugs, and crime in the future. 

My colleagues from Fight Crime: Invest in Kids and I appreciate the difficult job this Committee faces in 
allocating scarce resources in the face of enormous fiscal challenges. But in these difficult times we cannot 
afford to short-change programs that have been proven to work and save taxpayers money. Now more than 
ever, our families and communities need these programs. Further, our future safety, and our Nation’s long- 
term fiscal well-being, will be improved through these crucial investments. 

Early Childhood Care and Education 

A child’s earliest years are crucial to his or her development. High-quality early care and education for at-risk 
kids during those critical early years can not only help close the achievement gap, but also reduce the child’s 
likelihood of committing a crime later in life. For example, a study, published in the Journal of the American 
Medical Association, found that at-risk kids left out of Chicago’s Child-Parent Centers — ^government-funded 
early education programs that have served 100,000 three-and-four-year-olds — were 70 percent more likely to 
be arrested for a violent crime by age 1 8. 

A study of another high-quality program, the High/Scope Perry Preschool, study found that at-risk kids left out 
of the program were five times more likely to be chronic offenders with five or more arrests by age 27. By 
age 40, those who did not attend the Perry Preschool program were more than twice as likely to become career 
offenders with more than 10 arrests, and twice as likely to be arrested for violent crimes. Further, children left 
out of the program were four times more likely to be arrested for drug felonies by age 40, and seven times 
more likely to be arrested for possession of dangerous dmgs. Children who participated in the Perry Preschool 
program were 44 percent more likely to graduate from high school compared to those left out of the program. 

The evidence showing the crime-reducing impact of high-quality early care and education for at-risk kids is 
compelling, but I must also note that these programs can save the public far more than their cost. Research 
has shown that high-quality early care and education programs such as the High/Scope Perry preschool and 
the Child Parent Centers have saved taxpayers between $10 and $16 for every $1 invested. 

Unfortunately, despite these proven benefits, funding for Head Start, Early Head Start, and the Child Care and 
Development Block Grant (CCDBG) is woefully inadequate to address unmet needs. According to the 
Congressional Research Service, less than 30 percent of eligible 3- and 4-year-olds in poverty were served by 
Head Start in 2009. Only 2 percent of children under age 3 are served. CCDBG is able to provide only 1 in 6 
kids from eligible low-income families with child care subsidies. The current economic climate only makes 
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the problem worse: more kids are eligible for these programs and in need of these services but unable to 
access them, and states are cutting back their early care and education investments due to their budget 
shortfalls. 

Head Start is the nation’s premier school readiness program for children in poverty. Since 1965, it has 
provided voluntary, comprehensive education, social and emotional development, and physical and mental 
health services, as well as parent involvement efforts. Head Start incorporates many of the key features of 
high-quality early education programs proven to cut crime, such as appropriate class-size and teacher-student 
ratios, comprehensive and age-appropriate early learning standards, related services (including health 
referrals), and parent involvement and coaching. 

My colleagues and I share the concern of many in Congress about the need for quality improvements in Head 
Start and Early Head Start programs. The recently released Head Start Impact Study examined the impact of 
Head Start as it was delivered to young children prior to the quality improvements enacted through the most 
recent Head Start Reauthorization. We commend Congress for passing the “Improving Head Start for School 
Readiness Act of 2007” (P.L. 110-134), which requires: 

(1) Increased standards for staff qualification and professional development; 

(2) Re-competition for grantees that are not meeting Head Start’s standards; and 

(3) Increased collaboration with local schools and other providers of early childhood education. 

Teachers have a profound impact on student achievement. The best teachers can help make the difference 
between a child’s success or failure in the classroom, especially for the most at-risk students. The 2007 
reauthorization established new qualification and professional development requirements for Head Start and 
Early Head Start teachers. By the end of FY 201 1, all Head Start teachers were required to have at least an 
Associate’s degree in early childhood education or a related field, and by the end of FY 2013 at least half of 
them will be required to hold a Bachelor’s degree in early childhood education or a related field. 

Removing ineffective programs will help improve the quality of Head Start overall. Prior to 2007, Head Start 
grants were awarded indefinitely. The 2007 reauthorization changed this to a five-year period and required 
grantees to demonstrate through their triennial reviews that they continue to meet Head Start’s standards, or 
else their grant would be subject to re-competition. Through recent rulemaking, the Department of Health and 
Human Services announced its plan to re-compete at least 25 percent of all Head Start grants, and to 
automatically subject grantees to re-competition if their performance was unsatisfactory in at least one of 
several categories, including quality. 

Finally, as we know you understand, early education is a continuing process. Like runners in a relay race, 
early learning programs such as Head Start cannot ‘win the race’ for kids alone. The 2007 reauthorization 
significantly strengthened Head Start Collaboration grants, requiring HHS to use these funds to help Head 
Start programs collaborate with local schools and other providers of early childhood education, and to promote 
the alignment of Head Start curriculum and services with states’ early learning standards to facilitate smoother 
transitions between Head Start and K-12 education. 

We cannot afford to abandon programs like Head Start and Early Head Start — ^rather, we must continue to 
support and strengthen them and strive for the highest quality. We look forward to working with Congress to 
continue to improve the quality of early learning programs. My colleagues and I urge the committee to 
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maintain access for at-risk kids to crucial investments that will keep our communities safe by providing 
an increase of $910 million, over FY 2012 levels, in funding for early care and education programs 
(Head Start, Early Head Start, and the Child Care and Development Block Grant). 

Finally, study after study shows that the highest quality programs, such as Chicago’s Child Parent Centers and 
the Perry preschool, achieve the best crime-reduction results. The Race to the Top — Early Learning 
Challenge competition is already helping states significantly improve the quality of their early learning 
systems. It is critical that we continue this investment in early care and education, which can help expand 
access for the most at-risk kids to high-quality programs that will have the greatest educational and crime- 
reduction impact. We urge the committee to provide dedicated funding for an Eariy Learning Chaiienge 
competition through Race to the Top. 

After-School Programs 

After-school programs can connect children to caring adults and provide constructive activities during the 
critical hours of 3:00pm - 6:00pm, the “prime time for juvenile crime.” These programs can be effective in 
reducing crime. For example, in a smdy of Boys & Girls Clubs, five housing projects without Boys & Girls 
Clubs were compared to five receiving new clubs. At the beginning, drug activity and vandalism were the 
same. But by the time the study ended, the projects without the programs had 50 percent more vandalism and 
scored 37 percent worse on drug activity. 

The 21®' Century Community Learning Centers (CCLC) program is the federal government’s principal after- 
school program investment. It awards grants to establish and run after-school programs that provide academic 
enrichment opportunities for elementary and secondary school students and their families and offer students 
youth development activities, counseling, art, music, recreation, technology, and character education 
programs. 

Unfortunately, funding for 21" CCLC has not significantly increased since 2002. Each year, thousands of 
grant applications are turned down due to lack of funding. Meanwhile, more than 15 million children still 
lack adult supervision after school. Research shows these children, especially those of middle or high school 
age, are much more likely during the after-school hours to drink, smoke, use drugs, commit a crime, and 
become a victim of a crime. 

My colleagues and I urge the committee to provide at least $1,152 billion for after-school programming 
through 21*' Century Community Learning Centers. 

We recognize that available funding is limited and that there are many competing demands for precious 
resources. However, we are currently paying - in staggering criminal justice costs alone - for the previous 
failure to prioritize investments in evidence-based approaches that give our kids, at the youngest stages of 
development, the ability to become contributing members of society, rather than a huge drain on public 
coffers. 

As a law enforcement leader who has watched too many kids grow up to become criminals, I urge you to 
prioritize and protect these investments that will make our communities safer. Thank you again for the 
opportunity to submit this testimony. 
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Friends of the Health Resources and Services Administration (HRSA) 

c/o American Public Health Association 
800 I Street NW 
Washington DC, 20016 
202-777-2514 


Testimony of the Friends of the PfRSA 

Concerning the Health Resources and Services Administration’s Budget for Fiscal Year 2013 
House Appropriations Subcommittee on Labor, HHS, Education and Related Agencies 

March 29, 2012 

The Friends of HRSA is a non-profit and non-partisan alliance of more than 180 national 
organizations , collectively representing millions of public health and health cate professionals, 
academicians and consumers. The coalition’s principal goal is to ensure that HRSA’s broad health 
programs have continued support in order to teach the populations presently underserved by the 
nation’s patchwork of health services. 

HRSA operates programs in every state and territory and thousands of communities across the 
country and is a national leader in providing health services for individuals and families. The agency serves 
as a health safety net for the medically undetserved, including the nearly 50 million Americans who 
were uninsured in 2010 and 60 million Americans who live in neighborhoods where primary health 
cate services are scarce. To respond to these challenges, it is the best professional judgment of the 
members of the Friends of HRSA that the agency will require an overall funding level of at least $7.0 
billion for fiscal year (FY) 2013. 

While we recognize the reality of the current fiscal climate, our request of $7.0 billion 
represents the amount necessary for HRSA to continue to meet the health care needs of the 
American public. Anything less will undermine the efforts of HRSA programs to improve access to 
quality health care for millions of our neediest citizens. Additionally, the Friends of HRSA coalition 
remains concerned about the deep cuts the agency has endured over the past few years; HRSA’s 
discretionary budget has been reduced by mote than $1.2 billion since FY 2010. Cuts of this 
magnitude have had a serious negative impact on the agency’s ability to carry out critical public 
health programs and services for millions of Americans. Therefore, our requested level of funding 


1 



395 


temains necessary to ensure HRSA is able to implement public health programs including training 
for public health and health care professionals, providing primary cate services through community 
health centers, improving access to care for rural communities, supporting maternal and child health 
care programs, and providing health care to people living with HIV/AIDS. 

Our request is based upon recommendations provided by coalition members to support HRSA 
programs including: 

• Health Professions programs support the education and training of primary care physicians, 
nurses, dentists, optometrists, physician assistants, nurse practitioners, clinical nurse specialists, 
public health personnel, mental and behavioral health professionals, pharmacists, and other 
allied health providers; improve the distribution and diversity of health professionals in medically 
underserved communities and ensure a sufficient and capable health workforce able to provide 
care for all Americans and respond to the growing demands of our aging and increasingly 
diverse population. In addition, the Patient Navigator Program helps individuals in underserved 
communities, who suffer disproportionately from chronic diseases, navigate the health system. 

• Primary Cate programs support more than 7,000 community health centers and clinics in every 
state and territory, improving access to preventive and primary care in geographically isolated 
and economically distressed communities. In addition, the health centers program targets 
populations with special needs, including migrant and seasonal farm workers, homeless 
individuals and families, and those hving in public housing. 

• Maternal and Child Health programs including the Title V Maternal and Child Health Block 
Grant, Healthy Start and others support a myriad of initiatives designed to promote optimal 
health, reduce disparities, combat infant mortality, prevent chronic conditions, and improve 
access to quality health care for mote than 40 million women and children, including children 
with special health care needs. 
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• HIV /AIDS programs provide assistance to metropolitan and other areas most severely affected 
by the HIV/AIDS epidemic; support comprehensive care, drug assistance and support services 
for people living with HIV/AIDS; provide education and training for health professionals 
treating people with HIV/AIDS; and address the disproportionate impact of HIV/AIDS on 
women and minorities, 

• Family Planning Title X services ensure access to a broad range of reproductive, sexual, and 
related preventive health care for more than 5.2 million poor and low-income women, men and 
adolescents at nearly 4,400 health centers nationwide. This program helps improve maternal and 
child health outcomes and promotes healthy families. 

• Rural Health programs improve access to care for the more than 60 milhon Americans who live 
in rural areas. Rural Health Outreach and Network Development Grants, Rural Health Research 
Centers, Rural and Community Access to Emergency Devices Program, and other programs are 
designed to support community-based disease prevention and health promotion projects, help 
rural hospitals and clinics implement new technologies and strategies, and build health system 
capacity in rural and frontier areas. 

• Special Programs include the Organ Procurement and Transplantation Network, the National 
Marrow Donor Program, the C.W. Bill Young Cell Transplantation Program, and National Cord 
Blood Inventory. Strong funding would facilitate an increase in organ marrow and cord blood 
transplantation. 

Greater investment is necessary to suffidendy fund HRSA services and programs that continue to 
face increasing demands. We urge you to consider HRSA’s role in building the foundation for health 
service delivery and ensuring that vulnerable populations receive quality health services, while continuing 
to strengthen our nation’s health safety net programs. By supporting, planning for and adapting to change 
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within our health care system, we can build on the successes of the past and address new gaps that may 
emetge in the future. 

The members of the Friends of HRSA thank you for considering our FY 2013 request for $7.0 
billion for HRSA in the FY 2013 Labor-HHS-Education Appropriations bill and we appreciate 
the opportunity to submit our recommendation to the Subcommittee. 
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Testimony Submitted to the House Appropriations Subcommittee on 
Labor, HeaKh and Human Services, Education 
William L. Dewey, Ph.D., President, 

Friends of the National Institute on Drug Abuse 

Mr. Chairman and Members of the Subcommittee, thank you for the opportunity to submit 
testimony to the Subcommittee in support of the National Institute on Drug Abuse. The Friends 
of the National Institute on Drug Abuse (FON) is a coalition of over 150 scientific and 
professional societies, patient groups, and other organizations committed to, preventing and 
treating substance use disorders as well as understanding their causes through the research 
agenda of the National Institute on Drug Abuse (NIDA). We are pleased to provide testimony in 
support of the work carried out by scholars around the country whose work is supported by 
NIDA. 

Drug abuse is costly to Americans; it ruins lives, while tearing at the fabric of our society and 
taking a huge financial toll on our resources. Beyond the unacceptably high rates of morbidity 
and mortality, drug abuse is often implicated in family disintegration, loss of employment, 
failure in school, domestic violence, child abuse, and other crimes. Placing dollar figures on the 
problem; smoking, alcohol and illegal drug use results in an exorbitant economic cost on our 
nation, estimated at over $600 billion atmually. We know that many of these problems can be 
prevented entirely, and that the longer we can delay initiation of any use, the more successflilly 
we mitigate future morbidity, mortality and economic burdens. 
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Over the past three decades, NIDA-supported research has revolutionized our understanding of 
addiction as a chronic, often-relapsing brain disease -this new knowledge has helped to correctly 
situate drug addiction as a serious public health issue that demands strategic solutions. By 
supporting research that reveals how drugs affect the brain and behavior and how multiple 
factors influence drug abuse and its consequences, scholars supported by NIDA continue to 
advance effective strategies to prevent people from ever using drugs and to treat them when they 
cannot stop. 

NIDA supports a comprehensive research portfolio that spans the continuum of basic 
neuroscience, behavior and genetics research through medications development and applied 
health services research and epidemiology. While supporting research on the positive effects of 
evidence-based prevention and treatment approaches, NIDA also recognizes the need to keep 
pace with emerging problems. We have seen encouraging trends - significant declines in a wide 
array of youth drug use - over the past several years that we think are due, at least in part, to 
NIDA’s public education and awareness efforts. However, areas of significant concern, such as 
prescription drug abuse, remain and we support NIDA in its efforts to find successful approaches 
to these difficult problems. 

Recognizing that so many health research issues are inter-related, we request that the 
subcommittee provide at least $32 billion for the National Institutes of Health, which is a $1 .3 
billion or 4.3 percent increase over FY12. This will allow NIH to keep up with inflation. 
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Because of the critical importance of drug abuse research for the health and economy of our 
nation, we also request that you provide a proportionate increase for the National Institute on 
Drug Abuse. 

In addition, to highlight certain priority research areas within NIDA’s portfolio, we respectfully 
request that you include the following language in the Committee Report accompanying the 
Fiscal Year 2013 funding recommendation for the National Institute on Drug Abuse: 

Medications Development With the recent reduction in the efforts of the pharmaceutical 
industry to develop new medications to treat diseases of the brain, the committee encourages 
NIDA to continue to increase their efforts to develop medications to treat diseases of addiction. 
Reasonable success has occurred in the past and recent advances in knowledge support this 
effort. 

Translational Research. The committee encourages NIDA to continue its efforts to increase our 
knowledge of how genetics, age, environment and other factors affect the use of experimental 
drugs and the development of addiction. 

Education. The educational efforts of NIDA to inform the public of the deleterious effects of 
abused substances and the life-threatening dangers of drug addiction are recognized and 
encouraged. Progress in this area has contributed to the decreased abuse of nicotine and its long 
term medical consequences, including death. Adolescents and returning veterans and their 
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families are at a high risk for drug abuse and therefore should be areas of concentration for these 
educational efforts. 

Prevention and Treatment The committee recognizes the reported increase in abuse of 
marijuana and prescription drugs and encourages NIDA to support innovative approaches to 
prevent and treat this abuse and the resulting harmful effects. The concentration in these areas 
should compliment efforts to prevent and treat addiction of all abused substances. 

Prescription Drug Abuse. Prescription drug abuse has been the focus of much work by NIDA 
and its grantees and although significant progress has been made, the committee encourages 
NIDA to maintain its comprehensive leadership role in the effort to halt this epidemic. 

Military Personnel, Veterans, and Their Families. The Committee commends NIDA for its 
successful efforts to coordinate and support research with the Department of Veterans Affairs 
and other NIH institutes on substance abuse and associated problems among U.S. military 
personnel, veterans and their families. Many military personnel need help confronting war- 
related problems including traumatic brain injtu-y, post-traumatic stress disorder, depression, 
anxiety, sleep disturbances, and substance abuse, including tobacco, alcohol and other drugs. 
Many of these problems are interconnected and contribute to individual health and family 
relationship crises, yet there has been little research on how to prevent and treat the imique 
characteristics of wartime-related substance abuse issues. The Committee encourages NIDA to 


continue work in this area. 
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The nation’s previous investment in scientific research to fiirther understand the effects of 
abused drugs on the body has increased our ability to prevent and treat addiction. As with other 
diseases, much more needs be done to improve prevention and treatment of these dangerous and 
costly diseases. Our knowledge of how drugs work in the brain, their health consequences, how 
to treat people already addicted, and what constitutes effective prevention strategies has 
increased dramatically due to support of this research. However, since the number of individuals 
continuing to be affected is still rising, we need to continue the work until this disease is both 
prevented and eliminated from society. 

We understand that the FY2013 budget cycle will involve setting priorities and accepting 
compromise, however, in the current climate we believe a focus on substance abuse and 
addiction, which according to the World Health Organization account for nearly 20 percent of 
disabilities among 1 5-44 year olds, deserve to be prioritized accordingly. We look forward to 
working with you to make this a reality. Thank you for your support for the National Institute on 
Drug Abuse. 
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U.S. House Appropriations Subcommittee on Labor, HHS, Education FY2013 ~ Versimi fw the Hearing Record 
Daniel Paul Pt^z, FSH Society on faciosc^ulohumeral muscular dj^lrophy. 24 Mardi 2012 

Testimony of Daniel Paul Perez, President & CEO, FSH Society, Inc. 

Telephone: (781) 275-7781, e-mail: daniel.perez@fshsociety.oi^ before the 
United States House Appropriations Committee 
Subcommittee on Labor, Health and Human Services, and Education on the Subject of FY2013 

Appropriations for National Institutes of Health (NIH) for research on Facioscapulohumeral 
Muscular Dystrophy (FSHD) - March 26, 2012 

Honorable Chairmen Rogers and Rehberg and Ranking Members Dicks and DeLauro, thank you for 
the opportunity to submit this testimony. 

I am Daniel Paul Perez, of Bedford, Massachusetts, President and CEO of the FSH Society, Inc. and 
an individual who has lived with facioscapulohumeral muscular dystrophy (FSHD) for 49 years. For 
hundreds of thousands of men, women, and children the major consequence of inheriting this form of 
muscular dystrophy is a lifelong progressive loss of all skeletal muscles. FSHD is a crippling and life 
shortening disease. No one is immune. It is both genetically and spontaneously transmitted to 
children. It can affect multiple generations and entire family constellations. 

I have testified many times before Congress. When I first testified, we did not know the mechanism 
of this disease. Now we do. When I first testified, we assumed that FSHD was a rare form of 
muscular dystrophy. Now we understand it to be one of the most, if not the most, prevalent form of 
muscular dystrophy. Congress is responsible for this success, through its sustaining support of the 
National Institutes of Health (NIH), enactment of the Muscular Dystrophy CARE Act and the 
collaborations of NIH, the Centers for Disease Control and Prevention (CDC), patient groups, and 
researchers, both here and internationally. 

I am testifying in order to document this success and call on Congress to take advantage of the 
system of discovery it has set in motion. 

1. Mechanism ofFSHD has been Described 

On August 19, 2010, Dutch and American researchers published a paper which dramatically 
expanded our understanding of the mechanism ofFSHD.' The front page story in the New York 
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Times quoted the NIH Director, Dr. Francis Collins saying, “If we were thinking of a collection of the 
genome’s greatest hits, this would go on the list.”^ 

Two months later, another paper was published that made a second critical advance in determining 
the cause of FSHD.^ The research shows that FSHD is caused by the inefficient suppression of a gene 
that may be normally expressed only in early development. 

On January 17, 2012, an international team of researchers led by Stephen J. Tapscott, M.D., Ph.D., 
of the Seattle Fred Hutchinson Center’s Biology Division, published a third major advance further 
elucidating the mechanisms that can cause the disease genes and proteins that damage FSHD muscle 
cells. The research also discovered that one of the genes required for FSHD, called, DUX4 regulates 
cancer/testis antigens.'* Cancer and testis antigens are abnormally expressed in various tumor types, 
including melanoma and carcinomas of the bladder, lung and liver. This allows for the potential of 
using these antigens to create cancer vaccines. 

More breakthroughs are on the way: the FSH Society has been notified by two of its grantees of a 
publication forthcoming in a high profile journal. The journal may select the paper for its own press 
release and international press releases are platmed. The information is embargoed until May 11, 

2012. The FSH Society underscores that this profound achievement is due to support from the FSH 
Society that, among other things, covered salaries to the first and last authors of the paper. The work 
further clarifies the epigenetic mechanism at work in FSHD and has identified specific therapeutic 
targets to achieve a treatment for FSHD. 

I am proud to say that many of these researchers have started their efforts in FSHD with seed 
funding from the FSH Society and have received continued support from the FSH Society, the 
National Institutes of Health, and the Muscular Dystrophy Association and other partners. This shows 
the power of the collaboration among funders, patient groups and researchers to advance the search for 
cures and treatments. 
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Even with these breakthroughs, much work remains to be done. Given the recent developments in 
our definition of FSHD, the current potential is even greater for intervention strategies, therapeutics, 
and the planning and conducting of trials. We need to be prepared for this new era in the science of 
FSHD by accelerating efforts in the following four areas: ’ 

1. Genetics / epigenetics 

It is now broadly accepted that the disregulation of the expression of D4Z4/DUX4 plays a major role in FSHD 1 
and FSHD2. Additional FSHD (modifier) loci are likely to exist. 

FSHD molecular networks. The retaation of the chromatin structure on permissive chromosome 4 haplotypes 
leads to activation of downstream molecular networks. Importantly, the upstream processes - triggering of 
activation - are equally important. Detailed studies on these processes are crucial for insight into the molecular 
mechanisms of FSHD pathogenesis and may contribute to explaining the large intra- and interfamily clinical 
variability. Importantly such work will lead to intervention (possibly also prevention) targets. 

Additional FSHD genes. FSHD2 is characterized by hypomethylation of D4Z4 on chromosome 4 as well as 
chromosome 10. This also leads to bursts of DUX4 expression. Identification of the responsible factor (gene) and 
molecular mechanisms is of utmost importance. 

2. Clinical trial readiness 

It is now broadly accepted that disregulation of the expression of D4Z4/DUX4 is at the heart of FSHDl and 
FSHD2. This finding opens perspectives for intervention along different avenues. 

Clinical Trial Readiness. Intervention trials are envisaged within the next several years. The FSHD field needs 
to be prepared for this crucial step. To design and coordinate this important translational process, it was envisaged 
to install an international task force Clinical Trial Readiness (FSHD-CTR), with a proven FSHD-clinician as leader. 

Biomarkers. Sensitive biomarkers are needed to monitor intervention: they may also improve diagnosis. 

3. Model systems 

There are a plethora of cellular and animal models, based on different pathogenic (candidate gene) hypotheses. 
Moreover, the phenotypes are very diverse and often difficult to compare with the human FSHD phenotype. 

FSHD Model Data Base. The importance of a systematic database was recognized. This data base should 
contain detailed information on the molecular characteristics of the model (design and phenotype). 

Human pathology and bio-banking. Importantly, this data base should also contain well-documented muscle 
pathology data of patients - astonishingly difficult to find in the literature. 

Human cellular resources continuously deserve attention. 

4. Sharing 

Timely sharing of information and resources significantly contributes to the progress in the field. There are 
several initiatives that create large repositories of data and resources. Their websites should be used for sharing of 
information (e.g. protocols, guide to FSHD muscle pathology (images), model systems, contact information, 
reagents, and resources). 

The pace of discovery and numbers of experts in the field of biological science and clinical 
medicine working on FSHD are rapidly expanding. Many leading experts are now turning to work on 
FSHD not only because it is one of the most complicated and challenging problems seen in science, 
but because it represents the potential for great discoveries, insights into stem cells and transcriptional 
processes and new ways of treating human disease. 

2. Surveillance Systems have Improved Understanding of Prevalence 
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The consortium, Orphanet, has issued new prevalence data for hundreds of orphan diseases in 
Europe. That report ranks FSHD as the most prevalent form of muscular dystrophy.* 

Likewise, the U.S. CDC has presented new data on the prevalence of muscular dystrophies which 


shows FSHD with the second highest prevalence rate 4.4/100,000 (the first was myotonic muscular 
dystrophy.)’ * This enhanced understanding is due to Congress’ foresight in charging CDC to enhance 


its surveillance of muscular dystrophy. We cannot say whether FSHD is becoming more prevalent, if 
the prevalence of other dystrophies such as Duchenne’s 2.1/100,000 is declining or if older information 
was just inaccurate.* But we can say that Congressional action is producing better information 
enabling all of us to make decisions. 

3. Funding Picture has Improved but More is Needed 

Mr. Chairman, these major advances in scientific understanding and epidemiological surveillance 
are not free. They come at a cost. Since Congress passed the MD CARE Act, research funding at NIH 
for muscular dystrophy has increased 4-fold. While FSHD research funding has increased 12-fold 
during this period, the level of funding is still exceedingly low. 


Fiscal Year 

2000 

2001 

2002 

2003 

2004 

2005 

2006 

2007 

2008 

2009 

2010 

2011 

All MD ($ in millions) 

$12.6 

$21 

$27,6 $39.1 

$38.7 

$39.5 

$39.9 

$47.2 

$56 

$83 

$86 

$75 

FSHD ($ in millions) 

$0.4 

$0.5 

$1.3 

$1.5 

$2.2 

$2.0 

$1.7 

$3 

$3 

$5 

$6 

$6 

FSHD (% total MD) 

3% 

2% 

5% 

4% 

6% 

5% 

4% 

5% 

5% 

6% 

7% 

8% 


Source: National Institutes of Health (NIH) FSHD Funding & Appropriations 

FSHD Research Dollars (in millions) & FSHD as a Percentage of Total NIH Muscular Dystrophy Funding 
Sources: NIH/OD Budget Office & NIH OCPL & NIH RCDC RePORT 

We request for FY2013, a doubling of the facioscapulohumeral muscular dystrophy (FSHD) or 
facioscapulohumeral disease research budget at the NIH to $12 million dollars. This will allow an 
expansion of the DHHS NIH Senator Paul D. Wellstone Muscular Dystrophy Cooperative Research 
Centers, an increase in much needed research awards, expansion of post-doctoral and clinical training 
fellowships, and a dedicated center to design and conduct clinical trials on animal models of FSHD. 
We need to translate discoveries and treatments for FSHD that, according to Dr. Collins “if we were 
thinking of a collection of the genome’s greatest hits, this would go on the list,’’^ can be rapidly 
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realized if FSHD is one of the diseases that the NIH National Center for Advancing Translational 
Sciences (NCATS), chooses to work on. 

Mr. Chairman, the patients and researchers of the FSH Society are grateful for the support from 
Congress and the tremendous efforts of many people at the NIH Office of the Director, the National 
Institute of Arthritis and Musculoskeletal and Skin Disease, the National Institute on Neurological 
Disorders and Stroke and the National Institute for Child Health and Human Development. We are 
aware of the great pressures on the federal budget, but cutting the NIH budget and research funding for 
FSHD at this time would be the wrong decision. We have come so far with such modest funding. This 
is not the time to lessen our endeavor. This is the time to fully and expeditiously exploit the advances 
for which the American taxpayer has paid. 

As president of a patient organization which raises about one million dollars a year for research, I 
can tell you that the private sector cannot touch the level of funding NIH provides. And we fully 
appreciate your support. 

Thank you for this opportunity to testify before your committee. 

Footnotes: 

1 . Lemmers, RJ, et al, A Unifying Genetic Model for Facioscapulohumeral Muscular Dystrophy Science 24 
September 2010: Vol. 329 no. 5999 pp. 1650-1653 

2. Kolata, G., Reanimated ‘Junk’ DNA Is Found to Cause Disease. New York Times, Science. Published 
online: August 19, 2010 http://www.nytimes.eom/2010/08/20/science/20gene.html 

3. Snider, L., Geng, L.N., Lemmers, R.J., Kyba, M., Ware, C.B., Nelson, A.M., Tawil,R., Filippova, G.N., van 
der Maarel, S.M., Tapscott, S.J., and Miller, D.G. (2010). Facioscapulohumeral dystrophy: incomplete 
suppression of a retrotransposed gene. PLoS Genet. 6, elOOl 1 81 

4. Geng et al., DUX4 Activates Germline Genes, Retroelements, and Immune Mediators: Implications for 
Facioscapulohumeral Dystrophy, Developmental Cell (2012), doi:10.1016/j.devcel.201 1.1 1.013 

5. 2011 FSH Society FSHD International Research Consortium, held November 7-8, 2011 at DHHS NIH 
NICHD Boston Biomedical Research Institute Senator Paul D. Wellstone MD CRC for FSHD. To read the 
expanded summary and recommendations of the group see: 

http://www.fshsociety.org/assets/pdClRCWorkshop2011WorkingConsensusOfPrioritiesGaliey.pdf 

6. Prevalence of rare diseases: Bibliographic data, Orphanet Report Series, Rare Diseases collection, November 
2011, Number 1 : Listed in alphabetical order of diseases, 

http://www.orpha.net/orphacom/cahiers/docs/GB/Prevalence_of_rare_diseases_by_alphabetical_list.pdf 

7. Centers for Disease Control and Prevention. November 7-8, 2011, CDC meeting “Defining a public health 
approach for muscular dystrophy: A model for conditions with hi^ impact/low prevalence” 

8. Centers for Disease Control and Prevention. Prevalence of Duchenne/Becker muscular dystrophy among 
males aged 5-24 years - four states, 2007. MMWR Morb Mortal Wkly Rep. 2009 Oct 16; 58(40): 1 1 19-22 
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National Institutes of Health and Centers for Disease Control and Prevention FY 2012 Appropriations 
Chairman Rehberg, Ranking Member DeLauro, and members of the Committee, thank you for the opportunity to provide 
testimony on the fiscal year (FY) 2012 appropriations funding for the National Institutes of Health (NIH) and the Centers 
for Disease Control and Prevention (CDC). We appreciate your leadership in promoting the importance of international 
development, in particular global health. We hope that your support will continue. I am submitting this testimony on 
behalf of the Global Health Technologies Coalition (GHTC), a group of nearly 40 nonprofit organizations working 
together to promote the advancement of research and development (R&D) of new global health innovations-including 
new vaccines, drugs, diagnostics, microbicides, and other tools-to combat global health diseases. The GHTC’s members 
strongly believe that to meet the global health needs of tomorrow, it is critical to invest in research today so that the most 
effective health solutions are available when we need them. My testimony reflects the needs expressed by our member 
organizations which include nonprofit advocacy organizations, policy think-tanks, implementing organizations, and many 
others.* Also, one-third of our members are nonprofit product development partnerships (PDFs), which work with partners 
in the private biotechnology, pharmaceutical, and medical device sectors, as well as public research institutions, academia, 
and nongovernmental organizations to develop new and more effective life-saving technologies for the world’s most 
pressing health issues. We strongly urge the Committee to continue its established support for global health R&D by (1) 
sustaining and supporting the US investment in global health research and product development, (2) instructing the NIH 
and CDC, in collaboration with other agencies involved in global health, to continue their commitment to global health in 
their R&D programs, and to document coordination efforts between agencies for the use of Congress and the public, and 
(3) to encourage the newly-formed National Center for Advancing Translational Sciences (NCATS) to explore supporting 
all stages of research. 

Critical need for new global health tools 

Our nation’s investments have made historic strides in promoting better health around the world: nearly six million people 
living with HIV/AIDS now have access to life-saving medicines; new, cost-effective tools help us diagnose diseases 
quicker and more efficiently than ever before; and innovative new vaccines are making significant dents in childhood 


GHTC member list: httD://www.ehtcoalition.org/coalition-members.php 
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mortality. Witile we must increase access to these and other proven, existing health tools to tackle global health problems, 
it is just as critical that we continue to invest in developing the next generation of tools to stamp out disease and address 
current and emerging threats. There are many very promising technology candidates in the R&D pipeline to address these 
and other health issues; however, these tools will never be available if the support needed to continue R&D is not 
supported and sustained. 

Research and US global health efforts 

The United States is at the foreftont of innovation in global health technologies. 

The NIH is the largest funder of global health research in the US government, and the agency continues to demonstrate 
growing interest in global health issues, particularly in the area of translational research. NIH Director Francis Collins has 
made giobal health one of his top five priorities for the future of the NIH, and our coalition members have been pleased to 
see this implemented via the launch of a new Center for Global Health Studies at the Fogarty International Center, new 
initiatives on global health at the National Cancer Institute, and the creation of the new National Center for Advancing 
Transiational Sciences (NCATS). Fogarty continues to collaborate with the US Department of State’s Office of the US 
Global AIDS Coordinator and other agencies on the Medical Education Partnership Initiative (MEPl) to develop, expand, 
and enhance models of medical education. This includes enhancing the capacity of local individuals to conduct research 
on global health diseases. Each of these efforts built on the historic work carried out by the agency which contributes to 
improved health around the world. 

With operations in more than 54 countries, the CDC is engaged in many global health research efforts. The work of CDC 
scientists has led to major advances against devastating diseases, including the eradication of smallpox and early 
identification of the disease that became known as AIDS. Although the CDC is known for its expertise and participation 
in HIV, TB, and malaria programs, it also operates several activities for neglected diseases in its National Center for 
Zoonotic, Vector-Borne, and Enteric Diseases. The CDC’s Center for Global Health employs 1,100 staff members, and 
has people on the ground in 55 countries. All of these efforts at the CDC and NIH also align with the new global health 
strategy developed by the Office of Global Affairs at the US Department of Health and Human Services. 


Leveraging the private sector for innovation 
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The NIH, CDC, and other US agencies involved in global health R&D regularly collaborate with the private sector in 
developing, manufacturing, and introducing important technologies such as those described above through public-private 
partnerships, including product development partnerships. These partnerships leverage public-sector expertise in 
developing new tools, partoering with academia, large pharmaceutical companies, the biotechnology indushy, and 
governments in developing countries to drive greater development of products for neglected diseases in which private 
industries have not historically invested. This unique model has generated sixteen new global health products and has 
enormous potential for continued success if robustly supported. NIH Director Francis Collins has stated that such 
partnership is key to the development of therapies and health tools based on NIH-funded research. 


Innovation as a smart economic choice 

Global health R&D brings life-saving tools to those who need them most, however the benefits of these efforts bring are 
much broader than preventing and treating disease. Global health R&D is also a smart economic investment in the United 
States, where it drives job creation, spurs business activity, and benefits academic institutions. Biomedical research, 
including global health, is a $100 billion enterprise in the United States. In a time of global financial uncertainty, it is 
important that the United States support industries, such as global health R&D, which build the economy at home and 
abroad. 

History has shown that investing in global health research not only saves lives but is also a cost-effective approach to 
addressing health challenges. And an investment made today can help save significant money in the future. The United 
States has made smart investments in research in the past that have resulted in lifesaving breakthroughs for global health 
diseases, as well as important advances in diseases endemic to the United States. We must now build on those investments 
to turn those discoveries into new vaccines, drugs, tests, and other tools. 

Recommendations 

In this time of fiscal constraint, support for global health research that improves the lives of people around the world- 
while at the same time creating jobs and spurring economic growth at home-should unquestionably be one of the nation’s 
highest priorities. In keeping with this value, the GHTC respectfully requests that the Committee do the following: 
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• Sustain and support US investments in global health research and product development within both the CDC and 
NIH budgets. We ask that this not come at the expense of robust funding for the entire set of global public health 
accounts, all of which complement each other and ultimately serve the common goal of building a healthier and 
more prosperous world. 

• Instruct all US agencies in its jurisdiction establish transparency mechanisms designed to show what global health 
R&D efforts are taking place and how US agencies are collaborating with each other to make efficient use of the 
US investment. 

• Request that relevant agencies report on dieir progress to Congress and that these reports be made publicly 
available. The Committee should request that the CDC and NIH each develop comprehensive strategies to include 
global health resemoh, product development, and regulation in their activities, in line with the recently released 
HHS Global Health Strategy. 

• Request that the new National Center for Advancing Translational Sciences (NCATS) explore the benefits of 
supporting all stages of research instead of stopping at stage two, and that neglected diseases be given the same 
priority as rare diseases, in order to realize the full potential of the NCATS. 

We respectfully request that the Committee consider inclusion of the following language in the report on the FY 2013 
Labor, Health and Human Services, and Education appropriations legislation: 

“The Committee recopiizes the urgent need for new global health technologies in the fight against neglected diseases that 
disproportionately affect low- and middle-income countries, and the critical contribution that the NIH, CDC, and FDA 
make to this through health research training operations, research, and regulatoiy capabilities. The Committee also 
acknowledges the urgent need to sustain and support US Investment in this important research by fully funding these three 
agencies to carry out their work. 
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New global health products such as drugs, vaccines, diagnostics, and devices are cost-effective public health interventions 
that play an important role in improving global health. The Committee understands the positive impact that global health 
research and development has on the US economy through the creation of US jobs and the development of foreign 
markets for US products. The NIH is widely recognized as the world leader in basic research, and has supplied invaluable 
breakthroughs that have led to new health tools, saving millions of lives globally. Through its Fogarty International 
Center, the NIH also harnesses its wealth of expertise to train the next generation of health scientists. The Committee 
recognizes the important role that late-stage research has In fostering the development of urgently needed health tools, and 
encourages the new National Center for Advancing Translational Sciences (NCATS) to explore supporting all stages of 
research, particularly for neglected diseases. 

The Committee directs the CDC, FDA, and NIH to each develop concrete plans to prioritize and incorporate global health 
research, product development, and regulation into the US global health and development strategies. These efforts should 
be undertaken in line with the new Health and Human Services (HHS) Global Health Strategy. The Committee directs the 
CDC, FDA, and NIH to work with the Department of State, the US Agency for International Development, and the Office 
of the US Global AIDS Coordinator to ensure that these efforts are coordinated, efficient, and streamlined across the US 
government. The CDC, FDA, and NIH shall each make the documentation and results of these efforts available to 
Congress and the public.” 

As a leader in science and technology, the United States has the ability to capitalize upon our strengths to help reduce 
illness and death and ultimately eliminate disabling and fatal diseases for people worldwide, contributing to a healthier 
world and a more stable global economy. Sustained investments in global health research to develop new drugs, vaccines, 
tests, and other health tools-combined with better access to existing methods to prevent and treat disease-present the 
United States with an opportunity to dramatically alter the course of global health while building political and economic 
security across the globe. 

On behalf of the members of the GHTC, I would like to extend my gratitude to the Committee for the opportunity to 
submit written testimony for the record. 
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Labor, Health and Humcm Services, Education, and Related Agencies -March 29, 2012 

The manbers of die Health Professions and Nursing Education Coalition (HPNEC) are pleased to suteiit this 

statemott fcr the recxxd lecroiniTKiKiing $520 million in FY 2013 for the health professnns education 

pn^^rams authorized under Titles VII and VIII of the Public Health Service Act and administered 

duvugh the Health Resources and Services Admmistratwn (HRSA). HPNEC is an inlbmiai alliance of 

natiaial cspnizations (httDs://www.aamc.org/advocacv/hpnec/members.htm ') dedicated to ensuring the 

healthcare woikfcsce is trained to meet the needs offlie country’s growing, aging, and diverse pcyulatirai. 

Authorized since 1963, the health professions and nutsing programs provide education and ttaining oppritunities 

to a^rning health care professionals and are designed to help the workforce adapjt to Americans’ changing healfli 

care needs. They are the only federal programs designed to train providas in intadisciplinary settings to meet tire 

needs of tire countiy’s sprecial and uncfetsetved pxptlations, as well as increase minority nepiEsaitation in the 

health care wotkfiroe, and fill the g^ in the sup^ply ofheaMi professionals not met by traditional market tiroes. 

While HPNEC tecc^nizes the Subcanmittee feces difficult decisions in a constrained budget environment, a 
cctntinued commitment to programs siflrpxrtting health care wotkfiroe development should ranain a hi^ 
psifoty. HRSA estimates fliat more than 3 1 ,000 additicmal health pjtactiticmas are currently needed to alleviate 
erdstiirg drcatages. Failure to fully fund the Title Vn and Vin programs wDirld jeopardize activities to fill these 
vacatKiffi and to propiare health professionals; to coordinate care fiy the nation’s expanding elderiy poptulaticm; to 
meet tire imique needs of sick and ailirrg childrai; to prtactice in rural and irnderserved communities; and to 
improve the diversity and cultural compctotoe of the wotkfiroe. 

The TWe Vn and Titte Vin programs can be considaed in seven genaal categories: 

• Tte Primary Care Medicme and Oral Health Training programs suport education and ttaining of primary 

care professionals, to improve access and cpuality ofheahh care in trndasetved areas. Two-thiids of Americans 
interact with a prrimary care provider every year. Aprprroximately onehalf of primary care providers trained 

2450 N Street, N. W. • Washington, D.C. 20037 • 202-828-0525 • Fax 202-862-6218 
http://www, aamc. org/advocacy/hpnec 
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through these iTOgrams woik m urefersewed areas, compared to 10 percent of (hose teamed in other jKograms. 
The General Pediatrics, General Internal Medicine, and Family MaScitK progams provide critical fimding for 
primaty care jfoysidan training in community-based settings and si^ipoit a range of initiatives, iiKtliKJing medical 
student and residsKy training, feulty developnait, and the development of academic administrative units. The 
primary care cluster also provides grants for Physician Assistant programs to encourage arxl ptqrare students for 
pinaiy care practice in rural and urban Health Professional Shortage Areas. The General Dentisby, Pediatric 
Dentistry, and Public Health Dentistry pograms jaovide grants to dental schools and hospitals to create or ejqrand 
jHimary care and public health dental residency training pograms. 

• Because much of the nation’s health care is delivered in rerrxrte areas, the Interdisdpimary, Commuiiify-Based 
Unkages cluster spirts community-based training ofheaMi profesaonals. These programs are deagned to 
aicourage health professionals to return to sudi settings afler conprleting fodr training and to encourage 
collaboratiMt between two or more disciplines. The Amt Hecdth Education Centers (AHECs) offtr clinical training 
pjpotlunities to health professions and nursing studaits in rural and odier undersaved communities by extoxling 
the resources of academic health centos to these areas. AHECs, which levoage state and local matdiing funds, 
fimn networks of health-related institutions to provide education services to studerrts, fecuhy and practitionets. 
Geriatric Hecdth Professions {rtograms sprpcxt geriatric feculty fellowships, the Geriatric Academic Carea Awatxl, 
and Geriatric Education Centers, all designed to bolsta tte numba aird quality of health care providers caritrg fa 
oltter genoations. The Graduate Psychology Education program, which sprports irrterdiscipdinary training of 
docteal-level prsycholr^ students with otha health professionals, provides mental and behavioral health services 
to imdetsetved populations (i.e., olda ahrlts, children, chronically ill, arrd victims of abuse and trauma, including 
returning military personnel and their femilies), especially in rural and urban ccanmunities. The atd 

Behavioral Health Education and Traming Grant Program sprports the training of psycholc^Ss, sodal workers, 
and child and adolescart professionals. These programs togetha work to close the ^ in access to quality moital 
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and behavioral health cate services by inaeasing the number of trained mental arnl behavioral health povideis 
since 2002. 

• The Minorify and Drsadvantaged Heahfa Professioiials Training clusto' helps improve tealtfa care access in 
undereetved areas and the rq^esantadon of minority and disadvantaged individuals in the health profesdons. 
Mrwrtiy Centers of Excellence sufpoit increased research on minority health issues, establishment of an 
educational pipeline, and the provision of clinical opportunities in ccanmunity-hased health ficilities. The Health 
Careers Opportunity Progyam seeks to impwove the develcpnait of a conqietitive qplicant pool throu^ 
partnaships wifli local educational and community organmtions. The Faculty Loan Repayment and Faculty 
Fe/tovushjr programs provide incentives for schools to reouit underrqaesented minority Scully. The Scholarships 
for DisadvattagedStudents make funds available to eligible students fiora disadvantaged backgrounds who are 
enrolled as M-time health professions students. 

• Tito Health ProfessMHis Workforce Information and Analysis program {xovides grants to institutions to collect 
and analyze data to advise future decisicKi-making cm fee healfe professions and nursing programs. The Health 
Precessions Research and Health Professions Data fHogtams have developed valuable, policy-relevant studies on 
fee distributiem and training ofhealfe professicmals, includiig the Eighth National Sanr^le Survey of Registered 
Nurses, the nation’s most extensive and comptdtotisive source of statistics on r^isteted nurses. Reflecting the 
need fcr bqter healfe wwkfbrce data to inform both public and private decision maldrrg, the National Center fijr 
Worlforce Analysis serves as a source of such analyses. 

• The Public Heahfa Workforce Developiiient programs help increase ttie number of individuals teairtod in 
public health, identify the causes of healfe problems, and reqiond to such issues as managed care, rtow dise^ 
strains, food supply, and Woteriorisra. The PMte Health Traineeships and Public Health Training Centers seek 
to alleviate the critical shortage of public healfe ptofessiotBls by providing q>fo-date training for cunrat and 
future pubUc healfe workers, particularly in undersaved areas. Preventive Medicine ReskkiKies, which receive 
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minimal funding Ihrou^ Medicare GME, povide training in the only nMdical ^ledally that teaches botti clinical 
and population medicine to improve community health. This cluster also includes a focus at loan repayment as 
an iiKentive fcr heaMi professionals to practice in disciplines and settings experietring shortages. The PecBatric 
Subspecidty Loan Repayment Program offers loan repayment fi>r pediatric riKdical subspecialists, pediatric 
surgical ^tedalists, and child arri adolescent mental and behavioral health qtedalists, in exchange fw service in 
undetserved areas. 

• Tte Niinang Workfon* Deveiopment programs under Title VIH provide training fiy entiy-level and advanced 
degree nurses to improve the access to, and quality of health care in undetserved areas. These programs provide 
the largest source of fetoal funding for nursing educatrai, providing loans, scholarships, tiaineediips, and 
programmatic spjport that, between FY 2005 and 2010, supported over 400,000 nurses atxi nursing sturteits as 
well as numaous academic nursing institutions and health care facilities. Each year, nursing schools turn aw^ 
tais of tiiousands of qualified plications at all degree levels due to an insufitident number of feculty, clinical 
ates, classroom pee, clinical peceptors, and budget canstraints. At ttie same time, the need for nurang services 
and licensed, registered nurses is expected to increase significantly over the next 20 years. The Advanced 
Education Nursing pogtam awards pants to train a variety of nurses with advanced education, itKluding clinical 
nurse pdalists, nurse practitioners, certified nurse-miciwives, nurse anesttietists, public health nurses, nurse 
educators, and nurse administrators. H4r^rceZ>n«rsrifygtarrtssiportp5porttmitiesfbrrrursirrgeducalionfbr 
students fiom disadvantaged backgrounds through scholarships, stipends, and retention activities. Ntese 
Education, Practice, and Retention grartts help schools of nursing, academic health cartas, nurse-managed 
hedth carters, state and local governments, and otha healtir care fkalities to develop progranrs that provide 
nursing education, pwMiwte best pwExtices, and enhance nurse retartiem. The Loan Repqytmnt and ScholarsMp 
Proff-am repays up to 85 percort of nurang student loans and ofifeis full-time at^ pirt-time nursing studorts the 
qpatunity to ply fiy sckrlardrip funds in exchange for two years of pactice in a designated nutsitg shortage 
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area The Conprehemive Geriatric Education grants are used to train RNs vdio will provide direct care to olrfcr 
Americans, develop and (faeminate geriatric curriculum, train Ikailty members, and provirte continuing 
education. The Nurse Faculty Loan program provides a audent loan fund atoiinistered by schools of nursing to 
increase the number of cptalified nurse fecuhy. 

• TteloanprogramsunderStudentFiiiancialAssKtaiicesiq^xrifinanciallydisadvantagedheaMipofe^csis 
sturfaits. TlKiVrir3»^5fe«fe/tfioia«(NSL)islbrundeigraduateandgraduatenursingsltKlentswithajHefaatice 
for flicse with the greatest financial need Thef>wn®yQ»eZoan(PCL)programptDvidesloansintetumfijr 
dedicated service in jHimary care. Health Professional Studerit Loan (WSL)px)ff3mpsoyide&\omsics 

financially needy healfii professions studoits based on institutional determinatioa These programs are funded 
out of eah institution’s revolving fund and do not receive federal ^propriaticms. The Loans for Disadvantaged 
Students program provides grants to instituticais to make loans to health professions students firm disadvantaged 
backgrounds. 

The TMe Vn and Title Vm programs improve the sqply, distribution, and diversity of the nation’s healtii 
professionals. Further, witii the Bureau of Labca- Statistics projecting that the health care industry will gaierate 32 
million jobs tiirough 2018 (more than any other industry), these programs can help individuals in teaching thar 
carew goals and communities in filling their health needs. The multi-year nature of health professions educaticHi 
and trainii^ corded with provider shortages across many disciplines and in many communities, necesstete a 
strong, ccmtinued, and reliable commitment to the Title VII and Title Vin programs. 

while HPNEC members untfetsland the immense fiscal piressuies lacing the SuhcommittBe, we respectfully 
urge sup^rt for $520 miloii for the Title VH and VIII programs. We look forward to working wifli the 
Subcommittee to pjtioiitizE the health professions programs inFY20I3and into the fiiture. 
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Mr. Chairman, thank you for this opportunity to provide testimony to the Subcommittee on 
behalf of Helen Keller International’s ChildSight® program. My name is David Glassman and I 
serve as a member of HKI’s Board of Tmstees. I am requesting that this Subcommittee 
recommends that the United States Department of Education supports programs that provide 
vision care for children from low income families in fiscal year 2013. It is HKI’s hope that with the 
continued support of the Department of Education and private donors we can dehver free vision 
screenings and eyeglasses to thousands of economically disadvantaged children who have extremely 
limited access to immediate and affordable vision cate. 

CHILDSIGHT® 

Established in 1994, ChildSight® tackles the common problem of refractive error among 
children and adolescent smdents in underserved communities in the U.S. Refractive error, also 
known as near-sightedness, far-sightedness and astigmatism, occurs in approximately 25% of ah U.S. 
children between the ages of 10 and 15. It is easily treated with a pair of corrective eyeglasses. Yet 
millions of students do not get the care they need due to limited access to vision screening and the 
prohibitive cost of a pair of prescription eyeglasses. ChildSight® targets these communities and 
serves at-risk children by providing free screening, free eyeglasses and free follow-up care so that 
students can focus in the classroom in order to achieve their potential for future academic and 
vocational success. 

ChildSight® is distinguished by its high clinical standards and its efforts to educate children 
and their families about the importance of corrected vision and the availability of related healthcare 
resources in their community. The h allmar k of the program is to provide prescription eyeglasses at 
the school site. Unlike other school screening programs or voucher models, ChildSight® provides 
direct access to vision screening and refraction by a licensed optometrist who prescribes the 
necessary lenses for each child. Students who need eyeglasses receive them - on-site and free of 
charge - typically within one week. The service provided by ChildSight® is prompt, convenient. 
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and seeks to overcome the economic, social and transportation barriers that prevent many children 
&om low-income families from obtaining the vision care they need. 

■ ChildSight® goes one Step further. Students identified with potentially severe eye conditions 
beyond basic refractive error are referred to our partnering ophthalmologists for a full eye exam and 
follow-up treatment as needed, at no additional cost. This final step ensures that children who need 
further assessment and cate vsill be able to receive it, regardless of their family’s ability to pay. 

With support from this Subcommittee, the Department of Education and private donations, 
ChildSight® has now screened over 1.4 million children in over 500 schools nationwide and has 
delivered free prescription eyeglasses to more than 186,000 students since 1994. 

The childten served by ChildSight® come from economically disadvantaged families who 
have extremely limited access to basic health or vision care. We select the schools we serve based 
on demonstrated need, using criteria such as high smdent poverty levels (as determined by 
enrollment in free or reduced-price lunch programs), a history of high eyeglass distribution rates (if 
ChildSight® has previously serviced the school), and whether the school receives government 
assistance. AU of our services are provided on-site and at no expense to the child’s family. 

We have seen the positive results of the ChildSight® program. Teachers we have surveyed 
throughout the country report that a majority of students who had their vision corrected with 
ChildSight® eyeglasses exhibited: 

• significant improvement in the completion of schoolwork and homework; 

• increased class participation and a reduction in disruptive behavior; and 

• an improvement in grades, self-confidence and self-perception as reported by the teachers. 
Helen Keller International established ChildSight® in New York City in 1994. Today the program 
serves children in over 30 urban and rural communities throughout the United States. 
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CHILDREN WITH VISUAL NEEDS 

The missio 0 of ChildSight® is to improve the vision and academic potential of economically 
disadvantaged children. Research has established a clear link between vision and learning. Most 
learning platforms — books, computer screens, blackboards and classroom presentations — requite 
clear vision in order for a child to interact, assimilate information, and respond. 

Yet in thousands of classrooms, millions of children are unable to make the most of their 
education, simply because they cannot see well. Unable to focus on lessons or homework, they are 
at risk of falling behind, tuning out, acting out or even dropping out. While there are myriad causes 
of poor academic performance, one potential factor is impaired vision. This is especially tragic since 
most cases of poor vision are due to refractive error and are easily corrected. 

The data collected by ChildSight® over 18 years confirms that an average of one in every 
four children between the ages of 10 and 15 fail standard vision screenings due to refractive error. If 
not detected and treated promptly, refractive error and other eye conditions can lead to long-term 
visual deficiencies and developmental problems. Students must have clear, healthy eyesight in order 
to fuUy focus on schoolwork and classroom lessons, or the opportunity to gain a valuable education 
is severely diminished. Adults whose visual impairment denied them the chance to gain core 
academic skills are at a disadvantage in seeking employment and achieving economic independence. 

In most cases, the solution is simple: the provision of correcdy prescribed eyeglasses. 
ChildSight® helps smdents direcdy by going into the schools to conduct vision screenings, 
identifying children with refractive error, and providing prescription eyeglasses to correct this error, 
ah free of charge. In so doing, ChildSight® “brings education into focus™” for children who would 
otherwise be left with untteated vision problems — and lost opportunities. 
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PUBLIC/PRIVATE UNDERTAKING 

ChildSight® is truly a public/ private endeavor. The program’s success is due in large part to 
the dedication and commitment of the our partner physicians, educators, community activists and 
business people in each of our local sites. With their support and the contributions of foundations 
and corporations, we continue to seek the institutionalization and long-term sustainability of out 
programs. The endorsement and support of the Department of Education have played an integral 
role in our ability to leverage committed support from the private sector. ChildSight® has received 
significant long-term funding from foundations including the Community Foundation for Greater 
New Haven, Daniels Fund, Eisner Foundation, Lavelle Fund for the Blind, Mt. Sinai Health Care 
Foundation, New York Community Trust, Reader’s Digest Farmers for Sight Foundation and Rose 
HiUs Foundation. 

Local health care professionals, such as optometrists, pediatric ophthalmologists and 
opticians, at our program sites are members of the ChildSight® team who help us meet the vision 
care needs of the students we serve. ChildSight® contracts with ophthalmic clinics and optical 
shops selected according to their strong professional credentials. The services of these community 
professionals are either donated or provided at a reduced, reasonable rates. 

CONCLUSION 

ChildSight® provides an invaluable — and often life-changing — service to local youth, and 
does so in a pragmatic and cost-effective manner. 

I ask this Subcommittee recommend that the United States Department of Education support 
programs that provide vision care for children from low income families in the fiscal year 2013 
budget These Department of Education funds will support ongoing programs and will provide 
vision screening and prescription eyeglasses for economically disadvantaged children during the 2012- 
2013 school year. As our founding board member Helen Keller said: Alone we can do so littk; toother we 
can do so much. 
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Testimony Submitted for the Record to the Subcommittee on 
Labor, Health and Human Services, Education and Related Agencies 
on FY 2013 Appropriations for HIV/AIDS Programs 
Submitted by the HIV Medicine Association 
Judith A. Aberg, MD, FIDSA 
Chair, HIV Medicine Association 
March 28, 2012 

The HIV Medicine Association (HiVMA) of the Infectious Diseases Society of America (IDSA) 
represents more than 4,800 physicians, scientists and other health care professionals who 
practice on the frontline of the HIV/AiDS pandemic. Our members provide medical care and 
treatment to people with HIV/AiDS throughout the U.S., lead HIV prevention programs and 
conduct research to develop effective HIV prevention and treatment options. We work in 
communities across the country and around the globe as medical providers and researchers 
dedicated to the field of HIV medicine. 

We are at a pivotal moment in the battle against HIV infection. Last year, a ground-breaking 
clinical trial (HPTN 052) - named the scientific breakthrough of the year by Science magazine - 
found that HIV treatment not only saves the lives of people with HIV, but also reduces HIV 
transmission by more than 96 percent - proving that HIV treatment is also HIV prevention. The 
study confirmed that with an investment of resources to deploy the tools science has proven 
can prevent and treat HIV infection to the frontlines of the HIV epidemic that we can mark the 
beginning of the end of the HIV epidemic. Full implementation of health care reform and the 
National HIV/AIDS Strategy provide a pathway for making significant headway against the 
domestic HIV epidemic if we maintain adequate investments in the health care safety net, and 
in prevention, public health and research programs. The funding requests in our testimony 
largely reflect the consensus of the Federal AIDS Policy Partnership (FAPP), a coalition of HIV 
organizations from across the country, and are estimated to be the amounts necessary to 
sustain and strengthen our investment in combatting HIV disease. 

Health Care Reform 


We strongly support at a minimum the President's FY2013 request level for health care reform 
programs supported with discretionary funding under the Patient Protection and Affordable 
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Care Act (ACA), in particular: health workforce education and training programs under Titles VII 
and VIII of the Public Health Service Act (PHSA); health care quality improvement programs, and 
Medicare and Medicaid demonstration programs. 

If we are to succeed in improving the quality and efficiency of our health care delivery system, it 
is essential to fully fund the Centers for Medicare and Medicaid Innovation (CMMI). In 
particular, we would hope to see CMMI evaluate the health outcomes and cost effectiveness of 
managing the care of people with HIV through "medical homes." HIV disease is included among 
the qualifying chronic disease conditions under the new state Medicaid Health Home option 
that allows Medicaid enrollees with at least two chronic conditions to designate a provider as a 
health home. Since a majority of people with HIV rely on Medicaid for their health care 
coverage, it is vital that this model of care is pilot-tested and supported by Medicaid programs. 

HIV/AIDS Bureau of the Health Resources and Services Administration 

We strongly urge you to Increase funding for the Ryan White Program by $483 million in fiscal 

year 2013 with at least an increase of $70.7 million over the FY2012 level for Part C . 

Ryan White Part C funds comprehensive HIV care and treatment -- services that are directly 
responsible for the dramatic decreases in AIDS-related mortality and morbidity over the last 
decade. On average it costs $3,501 per person per year to provide the comprehensive 
outpatient care and treatment available at Part-C funded programs, including lab work, 
STD/TB/Hepatitis screening, ob/gyn care, dental care, mental health and substance abuse 
treatment, and case management. Part C funding covers a small percentage of the total cost of 
providing comprehensive care with some programs receiving $450 or lower per patient per 
year to cover care. The HIV medical clinics funded through Part C have been in dire need of 
increased funding for years, but efforts to bring more people with HIV into care through routine 
HIV screening along with ongoing economic pressures are creating a crisis in communities 
across the country. An increase in funding is critical to prevent additional staffing and service 
cuts and ensure the public health of our communities. At a bare minimum, we strongly urge 
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you to support an increase of $30 million over fiscal year 2012 appropriated funding for Ryan 
White Part C. 

Center for Disease Control and Prevention's (CPC) National Center for HIV/AIDS. Viral 
Hepatitis. STD, and TB Prevention (NCHHSTPI 

HIVMA strongly urges total FY2013 funding of $1,794 billion for the CPC's NCHHSTP, an 
increase of $684 million over the FY2012 level, including increases of: $525 million for HIV 
prevention and surveillance, $30.1 million for viral hepatitis and $102.2 million for 
Tuberculosis prevention. 

Every nine and a half minutes a new HIV infection happens in the U.S. with more than 60 
percent of new cases occurring among African Americans and Hispanic/Latinos. The CDC 
estimates that the 56,300 new HIV infections each year in the U.S. may result in $56 billion in 
medical care and lost productivity costs. Despite the known benefit of effective treatment, 21 
percent of people living with HIV in the U.S. are still not aware of their status and as many as 36 
percent of people newly diagnosed with HIV progress to AIDS within one year of diagnosis. A 
sustained commitment to HIV prevention funding is critical to enhance HIV/AIDS surveillance 
and expand HIV testing and linkage to care, in order to lower HIV incidence and prevalence in 
the U.S. Particularly in light of steep state budget cuts, a failure to invest now in HIV prevention 
will be costly. At a bare minimum we strongly urge the Committee to at least support an 
increase of $40.2 million for HIV prevention and an increase of $10 million for viral hepatitis 
at the CDC. We also support a funding level of at least $363 million for CDC's global health 
programs, which includes resources for the agency's essential role in implementing PEPFAR 
programs in developing nations. 

Agency for Health Care Quality and Research (AHRQ) 

HIVMA urges the Committee to provide $2 million for the HIV Research Network (HIVRN), the 
only significant HIV work being done at AHRQ. The HIVRN is a consortium of 17 HIV primary 
care sites co-funded by AHRQ and HRSA to evaluate health care utilization and clinical 
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outcomes in HIV infected children, adolescents and adults in the US. The Network analyzes and 
disseminates information on the delivery and outcomes of health care services to people with 
HIV infection. These data help to improve delivery and outcomes of HIV care in the U.S. and to 
identify and address disparities in HIV care that exist by race, gender, and HIV risk factor. The 
HIVRN is a unique source of information on the cost and cost-effectiveness of HIV care in the 
U.S. at a time when data on comparative cost and effectiveness of health care is particularly 
needed to inform health systems reform and the development and implementation of a 
National HIV/AIDS Strategy. 

National Institutes of Health (NIHl - Office of AIDS Research (OARl 
HIVMA strongly supports an FY 2013 funding level of $35 billion for the NIH, including $3.5 
billion for the NIH Office of AIDS Research. This level of funding is vital to sustain the pace of 
research that will improve the health and quality of life for millions of men, women and 
children in the U.S. and in the developing world. Our past investment in a comprehensive 
portfolio was responsible for the dramatic gains that we made in our HIV knowledge base, gains 
that resulted in reductions in mortality from AIDS of nearly 80 percent in the U.S. and in other 
countries where treatment is available. Gains that also helped us to reduce the mother to child 
HIV transmission rate from 25 percent to less than 1 percent in the U.S. and to very low levels in 
other countries where treatment is availabie. 

With the promise for new game-changing breakthroughs on the horizon, the pipeline for critical 
discoveries and HiV scientists has been dwindling and our role as a leader in biomedical 
research is at serious risk. A continued robust AIDS research portfolio is essential to sustain and 
to accelerate our progress in offering more effective prevention technologies; developing new 
and less toxic treatments; and supporting the basic research necessary to continue our work 
developing a vaccine - and ultimately a cure -that may end the deadliest pandemic in human 
history. 
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Policy Riders - Remove the Harmful Ban on Federal Funding for Syringe Exchange Programs 

HIVMA strongly urges re-in statement of language previously enacted into law in FY 2010 and 
FY 2011 allowing federal funding to be used for syringe exchange programs. This will support 
local control by letting local communities make their own decisions about how best to prevent 
new HIV and viral hepatitis infections. It is well proven that syringe exchange programs are a 
cost-effective means to lower rates of HIV/AIDS and viral hepatitis, reduce the use of illegal 
drugs and help connect people to medical treatment, including substance abuse treatment. We 
cannot afford to dismiss any of the scientifically proven tools in the HIV prevention tool box if 
we are going to end AIDS in the U.S. and around the globe. 

Conclusion 

Historically, our nation has made significant strides in responding to the HIV pandemic here 
at home and around the world, but we have lost ground in recent years, , as funding priorities 
have shifted away from public health and research programs. In July of this year the bi- 
annual International AIDS Conference will be held in the United States for the first time in 
over twenty years. This conference offers the opportunity to bring new focus and 
commitment to the vision of ending the HIV/AIDS crisis in the U.S. and globally. 

We appreciate the many difficult decisions that Congress faces this year, but urge you to 
recognize the importance of investing in HIV prevention, treatment and research now to 
avoid the much higher cost that individuals, communities and broader society will incur if we 
fail to support these programs. We must seize the opportunity to limit the toll of this deadly 
infectious disease on our planet, to save the lives of millions who are infected or at risk of 
infection here in the U.S. and around the globe, and to realize the vision of an AIDS-free 
generation. 
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Contact: Kate Wall, The Humane Society of the United States, Federal Affairs 
2100 L Street NW, Washington, DC 20037 
202-955-3672/kwall@humanesociety. org 

On behalf of The Humane Society of the United States (HSUS) and the Humane Society 
Legislative Fund (HSLF), and our joint membership of over 1 1 million supporters nationwide, 
we appreciate the opportunity to provide testimony on our top NIH funding priorities for the 
House Labor, Health and Human Services, Education and Related Agencies Appropriations 
Subcommittee in Fiscal Year 2013. 

Breeding of Chimpanzees for Research 

The HSUS requests that no federal funding be appropriated for the breeding of chimpanzees for 
research purposes. The National Institutes of Health has had a moratorium on the breeding of 
federally owned and federally supported chimpanzees in place since 1995, but evidence shows 
that government supported breeding still continues. However, given the lack of necessity for 
chimpanzees as models for human disease, the exorbitant costs of maintaining chimpanzees in 
laboratories, and the ethical issues surrounding the use of chimpanzees, there is no justification 
for the breeding of additional chimpanzees, who have a lifespan of up to 60 years, for research: 
therefore, federal funds should not be used for this purpose. 

Further basis of our request can be found below. 

Background Information and Costs 

In 1995, the National Institutes of Health implemented a moratorium on the breeding of federally 
owned and supported chimpanzees, due to a “surplus” of chimpanzees and the excessive costs of 
lifetime care of chimpanzees in laboratory settings. ‘ The cost of maintaining chimpanzees in 
laboratories is exorbitant, up to $66 per day per chimpanzee: over $ 1 .000.000 per chimpanzee 
over an individual’s approximately 60-vear lifetime. Breeding of additional chimpanzees into 
laboratories will only perpetuate and increase the burdens on the government in supporting and 
managing the chimpanzee research colony. 

The breeding moratorium was extended indefinitely in 2007. As a result, none of the federally 
owned chimpanzees should have given birth or sired infants since 1995. However, there is 
evidence that at least one laboratory has used millions of federal dollars in recent years to 
support breeding of government owned chimpanzees. According to records provided by the New 
Iberia Research Center (NIRC) and the National Institutes of Health, at least 132 infants were 
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bom to a federally owned mother and/or federally owned father at NIRC between January 2000 
and November 2011. 

Some of the infants bom at NIRC to federally owned parents were used to fulfill a multi-year, 
multi-million dollar contract that the laboratory has with an institute with in NIH to provide NIH 
researchers with “four to twelve disease free infants per year.” This contract is scheduled to end 
in FY 2012 and this language will ensure that it is not renewed. 

In 2010, the Senate Committee on Appropriations included report language asking NIH to look 
into allegations that 123 infants had been bom to at least one federally owned parent between 
2000 and 2009 at NIRC. NIH responded that they had could not find evidence that it was 
happening to the extent that had been alleged and they believed NIRC was compliant with the 
moratorium. However, in an article in the journal Nature in November 2011. the director of 
NIRC admitted that he did not dispute the allegations and is. in fact, breeding federally-owned 
chimpanzees. ^ 

Chimpanzees are not necessary for most current research 

In December of 201 1, the Institute of Medicine (lOM) and National Research Council released a 
report entitled Chimpanzees in Biomedical and Behavioral Research: Assessing the Necessity. 
The report found that chimpanzees are “largely unnecessary” for research and, fiirther. could not 
identify any current area of research for which chimpanzees are essential . The report also called 
for a sharp reduction in the use of chimpanzees in biomedical and behavioral research and noted 
that the “current trajectory indicates a decreasing scientific need for chimpanzee studies due to 
the emergence of non-chimpanzee models and technologies.”^ 

It is also important to note that even in the decade prior to lOM’s findings, the vast majority of 
chimpanzees were not being used in any studies but, rather, were being warehoused at taxpayer 
expense. A main reason for implementing the breeding moratorium in the first place was due to a 
“surplus” of chimpanzees after it turned out that chimpanzees were not ideal models for 
HIV/ AIDS.' 

Given the obvious downward trend of chimpanzee research, it makes little sense to invest limited 
research resources into any further breeding. 

Concerns regarding chimpanzee care in laboratories 

A nine month undercover investigation by The HSUS at University of Louisiana at Lafayette 
New Iberia Research Center (NIRC) — the largest chimpanzee laboratory in the world — revealed 
some chimpanzees living in barren, isolated conditions and documented over 100 alleged 
violations of the Animal Welfare Act at the facility regarding conditions for and treatment of 
chimpanzees. The U.S. Department of Agriculture (USDA) and NIH’s Office of Laboratory 
Animal Welfare (OLAW) launched formal investigations into the facility and NIRC paid an 
$1 8,000 stipulation for violations of the Animal Welfare Act. 

Aside from the HSUS investigation, inspections conducted by the USDA demonstrate that basic 
chimpanzee standards are often not being met. Inspection reports for other federally funded 
chimpanzee facilities have reported violations of the Animal Welfare Act in recent years. 
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including the death of a chimpanzee during improper transport, housing of chimpanzees in less 
than minimal space requirements, inadequate environmental enhancement, and/or general 
disrepair of facilities. These problems add further argument against the breeding of even more 
chimpanzees into this system. 

Ethical and public concerns about chimpanzee research 

Chimpanzee research raises serious ethical issues, particularly because of their extremely close 
similarities to humans in terms of intelligence and emotions. Americans are clearly concerned 
about these issues: 90% believe it is unacceptable to confine chimpanzees individually in 
government-approved cages (as we documented during our investigation at NIRC); 71% believe 
that chimpanzees who have been in the laboratory for over 10 years should be sent to sanctuary 
for retirement''; and 54% believe that it is unacceptable for chimpanzees to “undergo research 
which causes them to suffer for human benefit.”’ 

We respectfully request the following bill or committee report language: 

‘Wo funds made available in this Act, or any prior Act, may be used for grant agreements or 
contracts with facilities defined in 7 U.S.C. § 2132(e) if those agreements or contracts allow or 
encourage the breeding of chimpanzees.” 

We appreciate the opportunity to share our views for the Labor, Health and Human Services, 
Education and Related Agencies Appropriations Act for Fiscal Year 201 3. We hope the 
Committee will be able to accommodate this modest request that will save the government a 
substantial sum of money, benefit chimpanzees, and allay some concerns of the public at large. 
Thank you for your consideration. 
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ALTERNATIVES TO THE USE OF CHIMPANZEES IN PROPHYLACTIC HEPATITIS C VACCINE EFFICACY RESEARCH 

In their December 201 1 report entitled Chimpanzees in Biomedical and Behavioral Research: 
Assessing the Necessity, the Institute of Medicine found that chimpanzees are “largely 
unnecessary” for current research and pointed to several available alternatives to the use of 
chimpanzees. The efficacy testing of a prophylactic hepatitis C vaccine, once developed, is the 
only area for which the committee wasn’t able to reach consensus as to whether chimpanzees are 
necessary for this purpose . However, the committee pointed to several alternatives which are 
currently in development that could eliminate any need for chimpanzees in this type of research. 
Given the financial and ethical costs of maintaining chimpanzees in laboratories, coupled the 
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serious doubts about the necessity of chimpanzees for such research. The Humane Society of the 
United States believes development of alternatives for this purpose should be an urgent priority 
for the National Institutes of Health. Not only would this ensure better use of limited research 
funds, but will also serve to move scientific innovation forward. 

We respectfully request the following committee report language. 

"The Committee supports the immediate implementation and prioritization of the development 
of non-chimpanzee alternatives for hepatitis C prophylactic vaccine efficacy studies — as 
supported by the recent lOM report entitled "Chimpanzees in Biomedical and Behavioral 
Research: Assessing the Necessity. " 


Hir.H Throughput Scrreninc. Toxicity Pathway Profiling, and Biological Interpretation of 

FlNDINfi.S 

National 1nstitiite.s of Health - Office of the Director 

In 2007, the National Research Council published its report titled “Toxicity Testing in the 21st 
Century; A Vision and a Strategy.” This report catalyzed collaborative efforts across the 
research community to focus on developing new, advanced molecular screening methods for use 
in assessing potential adverse health effects of environmental agents. It is widely recognized that 
the rapid emergence of omics technologies and other advanced technologies offers great promise 
to transform toxicology from a discipline largely based on observational outcomes from animal 
tests as the basis for safety determinations to a discipline that uses knowledge of biological 
pathways and molecular modes of action to predict hazards and potential risks. 

In 2008, NIH, NIEHS and EPA signed a memorandum of understanding^'' to collaborate with 
each other to identify and/or develop high throughput screening assays that investigate “toxicity 
pathways” that contribute to a variety of adverse health outcomes (e.g., from acute oral toxicity 
to long-term effects like cancer). In addition, the MOU recognized the necessity for these 
federal research organizations to work with “acknowledged experts in different disciplines in the 
international scientific community.” Much progress has been made, including FDA joining the 
MOU, but there is still a significant amount of research, development and translational science 
needed to bring this vision forward to where it can be used with confidence for safety 
determinations by regulatory programs in the government and product stewardship programs in 
the private sector. In particular, there is a growing need to support research to develop the key 
science-based interpretation tools which will accelerate using 2U' century approaches for 
predictive risk analysis. We believe the Office of the Director at NIH can play a leadership role 
for the entire US government by funding both extramural and intramural research. 

We respeetfully request the following committee report language, which is supported by The 
HSUS, HSLF, The Procter & Gamble Company, and the Ameriean Chemistry Council. 

NIH Director 


(II 


httD://www. genome.gov/Dages/newsroom/currentnewsreleases/ntDnc gce oamou 1 2 1 307finalv2.Ddf 
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“The Committee supports IVIH’s leadership role in the creation of a new paradigm for 
chemical risk assessment based on the incorporation of advanced molecular biological and 
computational methods in lieu of animal toxicity tests. NIH has indicated that development of 
this science is critical to several of its priorities, from personalized medicine to tackling 
specific diseases such as cancer and diabetes. The Committee encourages NIH to continue to 
expand its extramural support for the use of human biology-based experimental and 
computational approaches in health research to further define toxicity and disease pathways 
and develop tools for their integration into evaluation strategies. Extramural and intramural 
funding should be made available for the evaluation of the relevance and reliability of Tox21 
methods and prediction tools to assure readiness and utility for regulatory purposes, including 
pilot studies of pathway-based risk assessments. The Committee requests NIH provide a report 
on associated funding in FY 2013 for such activity and a progress report of Tox21 activities in 
the congressional Justification request, featuring a S-year plan for projected budgets for the 
development of Tox21 methods, including prediction models, and activities specifically focused 
on establishing scientific confidence in them for regulatory. The Committee also requests 
NIH prioritize an additional (1-3%) of its research budget within existing funds for such 
activity. ” 
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The Infectious Diseases Society of America (IDSA) represents more nearly 10,000 
infectious diseases (ID) physicians and scientists devoted to patient care, prevention, public health, 
education, and research. Investment in ID research and public health efforts, through lead 
Department of Health and Human Services (HHS) agencies, can reduce health care costs, save lives, 
and create jobs. IDSA urges you to provide strong funding for the following agencies: 

National Institutes of Health (NIH) 

National Institute of Allergy and Infectious Disease (NIAID) 

IDSA supports funding for NIH of at least $32 billion for FY2013, as well as an additional 
$500 million to support NIAID’s antibacterial resistance and antibacterial drug and diagnostics 
R&D program. NIAID conducts and supports needed research on antibiotic resistance as well as 
research and development (R&D) of new antibiotics and diagnostics. Infections are becoming 
increasingly resistant to existing antibiotics, and the number of new antibiotics in development has 
plummeted, NIAID is establishing a vital new clinical trials network on antibiotic-resistant 
infections and it needs sufficient funding. The Committee also should urge NIAID to form a blue 
ribbon panel of experts to create an antibacterial resistance strategic plan to assist in prioritizing 
research in this area. 

Advancements in diagnostic tools are needed as well. Rapid point-of-care diagnostics 
improve physicians’ ability to prescribe antibiotics appropriately, which can improve patient care 
and survival, limit the development of resistance, contain healthcare costs, and identify patients 
eligible for antibiotic clinical trials. IDSA requests that the Committee report urge NIAID to 
consult with stakeholders to explore the feasibility of creating a biorepository of prospectively 
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collected specimens (e.g., tissue, sputum, blood, urine) to ease diagnostics R&D by reducing 
redimdant specimen collection and assuring quality specimens and data. 

NIAID also plays an important role in funding research leading to new types of treatments 
for tuberculosis, fungal and viral diseases, as well as vaccines. 

IDSA remains concerned with limiting the salary of NIH extramural researchers to 
Executive Level II ($1 79,700 — a reduction of $20,000 from the Executive Level I cap used the 
past 10 years). The reduction will disproportionately affect physician investigators and serve as a 
deterrent to their research careers at a time when we are already struggling to remain globally 
competitive. IDSA urges Congress to restore the NIH grantee salary cap to Executive Level I. 
Centers for Disease Control and Prevention ICDC) 

IDSA supports at least $7.8 billion in funding for the Centers for Disease Control and Prevention’s 
(CDC) programs for FY 2013. 

National Center for Emerging and Zoonotic Infectious Diseases (NCEZID) 

NCEZID houses CDC’s antimicrobial resistance activities. CDC should be commended for 
creating an advisory group of non-government experts on antimicrobial resistance. Funding 
reductions to state and local public health laboratories (which are part of the National Antimicrobial 
Resistance Monitoring System — UNARMS) hamper efforts to track resistance and understand its 
causes. Public health laboratories and PulseNet are also vital to detecting and tracking foodbome 
disease and identifying opportunities to increase food safety. The Emerging Infections Program 
(EIP) is a national resource for surveillance, prevention, and control of emerging infectious diseases 
whose activities include bacterial and food borne disease surveillance, influenza activities, and 
efforts to track and prevent health care-associated infections, about 70% of which are caused by 
resistant pathogens. 

The U.S. must improve data collection on antibiotic use to define the overuse and misuse of 
antibiotics that drives resistance. Specifically, IDSA recommends that the Committee report 
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encourage CDC, in coordination with its partners on the Interagency Task Force on Antimicrobial 
Resistance (ITFAR), to issue a report to Congress comparing European and American antibiotic 
surveillance and data collection capacities, including recommendations for the collection of more 
comprehensive data in the United States. 

The adoption of antimicrobial stewardship programs is crucial to foster the appropriate use 
of antibiotics and preserve these drugs’ effectiveness. The Committee report should urge CDC to 
work in partnership with the Centers for Medicare and Medicaid Services (CMS) to.continue 
promoting the uptake of stewardship programs in all health care facilities. 

National Healthcare Safety Network (NHSN) and the EpiCenter Program 

IDSA supports the President’s request for $27.5 million for NHSN, which conducts high- 
quality tracking and monitoring of deadly healthcare-associated infections (HAIs), of which over 
70% are caused by resistant pathogens. NHSN also funds the EpiCenter Program — a CDC 
collaboration with five academic centers focused on developing, implementing, and evaluating 
strategies to improve health care quality and assure patient safety. Past investment has yielded 
significant health care cost-savings and produced more than 150 peer-review publications. 

National Center for Immunization and Respiratory Diseases 
Section 317 Immunization Program 

Support for CDC’s Section 3 1 7 must be sustained. Section 3 1 7 supports access to 
(including obtaining and storing) vaccines, establishment and maintenance of vaccine registries, 
education of providers and the public, and promoting vaccination of health care workers (HCWs). 
Of tremendous concern, vaccination rates for adults range from 26% to 65%. Registries are one 
vital tool to improve these rates. Forty-nine states have childhood vaccination registries, but only 
20 percent of adults have immunization information in a registry. The Committee should urge CDC 
to continue helping states expand immunization registries with a focus on improving information- 
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sharing about patients’ vaccination histories across providers and generating vaccination reminders, 
especially for adults. 

It is critical that HCWs receive the influenza vaccination. During the last influenza season, 
63.5% of health care workers received the influenza vaccination according to CDC. The 
Committee should urge CDC to work in partnership with CMS to ensure that all health care workers 
receive the annual influenza vaccination. 

Public Health Preparedness and Response Activities 

CDC plays a central role in public health emergency preparedness and response. Funding is 
needed to provide coordination, guidance and technical assistance to state and local governments; 
support the Strategic National Stockpile; strengthen epidemiologic and public health laboratory 
capacity; and provide effective communications during an emergency. 

The National Center for HIV, Viral Hepatitis, STD and TB Prevention 

IDSA supports a minimum increase of $40.2 million for HIV prevention and $10 million for 
viral hepatitis at the CDC. CDC plays a vital role in reducing new HIV infections through evidence- 
based prevention, including routine HIV screening. Hepatitis B and C affect nearly six million 
Americans and can lead to chronic liver disease, cirrhosis, liver cancer and liver failure that claim 
15,000 lives each year. Increasing rates of gonorrhea are a critical concern because drug resistant 
strains have reduced our ability to treat these infections. Outbreaks of tuberculosis (TB) continue to 
occur throughout the U.S. Multi-drug-resistant TB poses a particular challenge due to the very high 
costs of treatment. Funding is needed to detect, treat, and prevent these infections. 

Prevention and Public Health Fund (PPHFI 

The PPHF has filled gaps in core public health funding that should be sustained in CDC’s 
base appropriation. The PPHF should be maintained for its true purpose — investment in innovative 
public health efforts. The PPHF has made important new investments in epidemiology and 
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laboratory capacity; public health workforce training; preventing HIV/AIDS and viral hepatitis; 
increasing immunization rates; and reducing health care-associated infections. 

Assistant Secretary for Preparedness and Response f ASPR') 

Biomedical Advanced Research and Development Authority (BARDA) 

IDSA supports the Administration’s proposed $547 million for BARDA. BARDA 
facilitates advanced R&D of medical countermeasures (MCMs), including new antibiotics for 
intentional attacks and naturally emerging infections. This funding is particularly needed for 
antibiotic R&D, given the plummeting private investment in this area. 

Independent Strategic Investment Firm 

IDSA also supports the Administration’s proposal to establish an MCM Strategic Investor 
with an initial funding level of $50 million. This new entity will fill a significant void by partnering 
with small “innovator” companies and private investors to address urgent needs, including novel 
antimicrobials for multidrug-resistant organisms and diagnostics. 

Designate Leads on Antibiotic Development and Resistance 

The Committee report should urge HHS to designate leaders to fill voids and facilitate 
coordination and expert input into federal antimicrobial resistance efforts by; (1) designating a lead 
agency to explore antibiotic R&D public private collaborations similar to those being established in 
the European Union; (2) establishing a lead office and director for the Interagency Task Force on 
Antimicrobial Resistance (ITFAR) and providing funding for the ITFAR to implement its action 
plan; (3) creating an advisory board of non-government experts that would work with the ITFAR 
and its director to establish priorities and ensure progress toward achieving their goals; (4) 
permitting non-government experts to serve on the US/EU Trans-Atlantic Task Force on 


Antimicrobial Resistance. 
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Walt Whitman Birthplace State Historic Site and Interpretive Center 

Huntington, New Y ork 11746 

To the House Appropriations Subcommittee On Labor, Health and Human Services, Education, 
and Related Agencies Subcommittee Members 

Summaiy; In support of at least $35 million for the Institute of Museum and Library Services (IMLS) Office of 
Museum Services (OMS) 

Walt Whitman Birthplace Association (WWBA), a small non-profit organization, operates the Walt Whitman 
Birthplace State Historic Site for New York State, This is our first year applying for an IMLS grant. Though we have 
not yet heard if our application was successful, the application process itself was extremely successful in a variety of 
ways for our institution. Therefore, I want to impress upon Congressional members not only the importance of 
the funding itself, but the impact the application process has had on our organization. 

The grant application is quite rigorous, and in the process of preparing our grant request, we allocated time and energy 
to review our mission, programs and events, community outreach, and business plan. 

Our application entitled, "The Technology Incorporation Planning Project”, explored how WWBA could add 
new technology into the site to create an engaging and educational site experience for the visitor. The 
addition of site-specific information in the historic Whitman Birthplace, the modem Interpretive/ Visitors 
Center, and throughout the grounds itself, will allow visitors to experience the birthplace and the exhibits in a 
new and enhanced ways. These would include the following: addition of social and mobile technologies; 
improvement of the WWBA website to include contributions from visitors; better utilizing the WWBA 
grounds to make them part of the experience of the site; enriching scholarship of the Long Island period of 
Walt Whitman’s life; strengthening connections to scholars and research institutes exploring Walt 
Whitman’s early life; and creating an integrated on-site experience that may be able to be extended online to 
virtual audiences. 

By allocating the time and resources of staff, advisors, and consultants, our Association has 
formulated a timetable to implement the various support systems for above technologies; in doing so, 
we have identified other areas of improvement which we are presently enacting. 

Thus, the grant writing process goes beyond receiving the funding and it has enabled our Association 
to concurrently achieve multiple benefits for our institution which will enhance our institution and the 
community we serve. 

1 hope this testimony will enlighten you about the importance of IMLS grants in a variety of ways. Please 
support the optimum funding levels possible for this valuable impressive agency. Thank you very much. 

Best, 

Cynthia Shor, Executive Director 
Wait Whitman Birthplace Association 
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To the House Appropriations Subcommittee On Labor, Health and Human Services, Education, 
and Related Agencies Subcommittee Members 

Summary: In support of at least $35 million for the Institute of Museum and Library Services 
(IMLS) Office of Museum Services (OMS) 

The Institute of Contemporary Art/Boston (ICA) is privileged and grateful to be the 
recipient of a 201 1 Museums for America grant, which is supporting the expansion and 
evaluation of teen programming at the museum from August 201 1 to July 2013, This support is 
critical to the success of the ICA’s work with urban teens and will benefit 5,000 young people 
over the two-year period. Funding from IMLS enables organizations like tbe ICA to engage their 
communities in imiovative ways and is vital to the health and vibrancy of those communities. We 
hope this funding will be sustained so that Bostonians, and residents of other cities and towns 
around the nation, can continue to experience the tangible benefits of the Museums for America 
grant program and other IMLS initiatives. 

For the ICA, the IMLS grant supports the museum’s unwavering institutional 
commitment to teens, recognizing adolescents are our future artists, audiences, and leaders. Key 
issues facing teens, like personal identity, are often explored by contemporary artists, as are 
interests in social change, innovation, and digital media, which make the ICA well-suited to 
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engage with this constituency. The teen programs that IMLS supports utilize the ICA’s physical 
and artistic resources, including contemporary art and artists, to address the societal need for 
equity and opportunity for Boston youth. Programs address teens’ lack of opportunities for 
leadership, artistic advancement, after-school arts education, and relationships with artists and 
mentors. While all teens are welcome to participate, to maximize impact, the ICA focuses 
outreach in the underserved and low-income neighboring areas of Dorchester, Roxbury, and 
South Boston, where most students receive little to no arts instruction, dropout rates are high, and 
teen violence represents a significant problem. It is for students from neighborhoods like these 
that IMLS support is most critical. Supported programs at the ICA include, among others: 

• Teen New Media courses, which encourage creativity, provide opportunities for small-group 
interaction with the local artists who serve as teachers, and help teens develop transferable 
skills related to digital media. Topics covered include digital photography, VJing, DJing, and 
flash animation, among others. Courses take place after school, on weekends, and during 
school vacations, and range from one-day intensive workshops to multi-session classes. 

• Fast Forward, a year-long, after-school film program in which up to 24 four teens conceive, 
produce, edit, and present videos that reflect the world around them. With teaching and guest 
artists/mentors, they gain experience with digital and analog filmmaking, lighting, sound, and 
animation, and learn about media-based careers. 

• The Teen Arts Council, which includes 12-14 paid students who meet weekly to strategize 
ways to make the ICA an engaging place for teens, mentored by ICA staff. They plan four 
free Teen Nights, which bring 800 teens a year to the ICA for tours, music, dance, and art 
making. They also collaborate with Fast Forward students to interview/film artists with 
exhibitions at the ICA, sharing the results at www.icateens.org, a website that serves as a 
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vital online resource for ICA teens. 

• The National Convening for Teens in the Arts, which brings teens and museum educators 
from around the nation to the ICA each summer for an exchange of ideas about how 
museums can best serve teens. Teens have leadership roles, and educators receive 
professional development related to this nascent field. 

The support of IMLS is also enabling the ICA to conduct a rigorous evaluation of its teen 
programming, with a particular emphasis on outreach to program alumni, so that the ICA can 
begin to measure the long-term effects of its work with urban youth. 

Having two years of committed, significant funding from IMLS has been extremely 
helpful in ensuring the ongoing quality of ICA teen programming and makes certain that the ICA 
can positively impact the lives of at-risk youth in Boston. Thank you for your time and 
consideration of this testimony, for the support of the Institute of Museum and Library Services, 
and for your renewed commitment to maintaining this important federal funding stream. 
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MARCH 29, 2012 

Thank you for the opportunity to present the views of the International Foundation for 
Functional Gastrointestinal Disorders (IFFGD) regarding the importance of functional 
gastrointestinal and motility disorders (FGIMD) research. Established in 1991, IFFGD is a 
patient-driven nonprofit organization dedicated to assisting individuals affected by FGMlDs, and 
providing education and support for patients, healthcare providers, and the public. IFFGD also 
works to advance critical research on FGIMDs in order to develop better treatment options and 
to eventually find cures. IFFGD has worked closely with the National Institutes of Health (NIH) 
on many priorities, and 1 served on the National Commission on Digestive Diseases (NCDD), 
which released a long-range plan in 2009, entitled Opportunities and Challenges in Digestive 
Diseases Research: Recommendations of the National Commission on Digestive Diseases. 

The need for increased research, more effective and efficient treatments, and the hope for 
discovering a cure for FGIMDs are close to my heart. My own experiences of suffering from 
FGIMDs motivated me to establish IFFGD, and I was shocked to discover that despite the high 
prevalence of FGIMDs among all demographic groups, such a lack of research existed. This 
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translates into a dearth of diagnostic tools, treatments, and patient supports. Even more shocking 
is the lack of awareness among the medical community and the public, leading to significant 
delays in diagnosis, frequent misdiagnosis, and inappropriate treatments including unnecessary 
surgery. Most FGIMDs have no cure and limited treatment options, so patients face a lifetime of 
chronic disease management. The costs associated with these diseases range from $25-$30 
billion annually; economic costs are also reflected in work absenteeism and lost productivity. 

IRRITABLE BOWEL SYNDROME (IBS) 

IBS affects 30 to 45 million Americans, conservatively at least 1 out of every 10 people. 

It is a chronic disease that causes abdominal pain and discomfort associated with a change in 
bowel pattern, such as diarrhea and/or constipation. As a “functional disorder,” IBS affects the 
way the muscles and nerves work, but the bowel does not appear to be damaged on medical tests. 
Without a diagnostic test, IBS often goes undiagnosed or misdiagnosed for years. Even after IBS 
is identified, treatment options are limited and vary from patient to patient. Due to persistent pain 
and bowel unpredictability, individuals may distance themselves from social events and work. 
Stigma surrounding bowel habits may act as barrier to treatment, as patients are not comfortable 
discussing their symptoms with doctors. Many people also dismiss their symptoms or attempt to 
self-medicate with over-the-counter medications. Outreach to physicians and the general public 
remain critical to overcome these barriers to treatment and assist patients. 

FECAL INCONTINENCE 

At least 12 million Americans suffer from fecal incontinence. Incontinence crosses all 
age groups, but is more common among women and the elderly of both sexes. Often it is 
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associated with neurological diseases, cancer treatments, spinal cord injuries, multiple sclerosis, 
diabetes, prostate cancer, colon cancer, and uterine cancer. Causes of fecal incontinence include: 
damage to the anal sphincter muscles, damage to the nerves of the anal sphincter muscles or the 
rectum, loss of storage capacity in the rectum, diarrhea, or pelvic floor dysfunction. People may 
feel ashamed or humiliated, and most attempt to hide the problem for as long as possible. Some 
don't want to leave the house in fear they might have an accident in public; they withdraw from 
friends and family, and often limit work or education efforts. Incontinence in the elderly is the 
primary reason for nursing home admissions, an already significant social and economic burden 
in our aging population. In 2002, IFFGD sponsored a consensus conference entitled. Advancing 
the Treatment of Fecal and Urinary Incontinence Through Research: Trial Design, Outcome 
Measures, and Research Priorities. IFFGD also collaborated with NIH on the NIH State-of-the- 
Science Conference on the Prevention of Fecal and Urinary Incontinence in Adults in 2007. 

NIDDK recently launched a Bowel Control Awareness Campaign (BCAC) that provides 
resources for healthcare providers, information about clinical trials, and advice for individuals 
suffering from bowel control issues. The BCAC is an important step in reaching out to patients, 
and we encourage continued support for this campaign. Further research on fecal incontinence is 
critical to improve patient quality of life and implement the research goals of the NCDD. 

GASTROESOPHAGEAL REFLUX DISEASE (GERD) 

GERD is a common disorder which results from the back-flow of stomach contents into 
the esophagus. GERD is often aceompanied by chronic heartburn and acid regurgitation, but 
sometimes the presence of GERD is only revealed when dangerous complications become 
evident. There are treatment options available, but they are not always effective and may lead to 



445 


serious side effects. Gastroesophageal reflux (GER) affects as many as one-third of all full term 
infants bom in America each year and even more premature infants. GER results from immature 
upper gastrointestinal motor development. Up to 8% of children and adolescents will have GER 
or GERD due to lower esophageal sphincter dysfunction and may require long-term treatment. 

GASTROPARESIS 

Gastroparesis, or delayed gastric emptying, refers to a stomach that empties slowly. 
Gastroparesis is characterized by symptoms from the delayed emptying of food, namely: 
bloating, nausea, vomiting, or feeling full after eating only a small amount of food. Gastroparesis 
can occur as a result of several conditions, and is present in 30% to 50% of patients with diabetes 
mellitus. A person with diabetic gastroparesis may have episodes of high and low blood sugar 
levels due to the unpredictable emptying of food from the stomach, leading to diabetic 
complications. Other causes of gastroparesis include Parkinson's disease and some medications. 
In many patients the cause cannot be found and the disorder is termed idiopathic gastroparesis. 

CYCLIC VOMITING SYNDROME (CVS) 

CVS is a disorder with recurrent episodes of severe nausea and vomiting interspersed 
with symptom free periods. The periods of intense, persistent nausea and vomiting, accompanied 
by abdominal pain, prostration, and lethargy, last hours to days. Previously thought to occur 
primarily in pediatric populations, it is increasingly understood that this crippling syndrome can 
occur in many age groups, including adults. CVS patients often go for years without correct 
diagnosis. CVS leads to significant time lost from school and from work, as well as substantial 
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medical morbidity. The cause of CVS is not known. Research is needed to help identify at-risk 
individuals and develop more effective treatment strategies. 

SUPPORT FOR CRITICAL RESEARCH 

IFFGD urges Congress to fund the NIH at level of $32 billion for FY 2013. Strengthening 
and preserving our nation’s biomedical research enterprise fosters economic growth and supports 
innovations that enhance the health and well-being of the nation. Concurrent with overall NIH 
funding, IFFGD supports the growth of research activities on FGIMDs to strengthen the medical 
knowledge base and improve treatment, particularly through the National Institute of Diabetes 
and Digestive and Kidney Diseases (NIDDK). Such support would expedite the implementation 
of recommendations from the NCDD. It is also vital for NIDDK to work with the National 
Institute of Child Health and Human Development (NICHD) to expand its research on the impact 
FGIMDs have on pediatric populations. Following years of near level-funding, research has been 
negatively impacted across all NIH Institutes and Centers. Without additional funding, medical 
researchers run the risk of losing promising research opportunities that could benefit patients. 

We applaud the recent establishment of the National Center for Advancing Translational 
Sciences (NCATS) at NIH. Initiatives like the Cures Acceleration Network are critical to 
overhauling the translational research process and overcoming the challenges that plague 
treatment development. In addition, new efforts like taking the lead on drug repurposement hold 
the potential to speed new treatment to patients. We ask that you support NCATS and provide 
adequate resources for the Center in FY 2013. 

Thank you for the opportunity to present these views on behalf of the FGIMD 


community. 



Written Testimony of 
Dr. Zeda F. Rosenberg 

Chief Executive Officer of the International Partnership for Microbicidcs 

Before the 

House Appropriations Subcommittee on Labor, Health and Human Services, Education, and 

Related Agencies 

March 27®, 2012 

Chairman Rehberg, Representative DeLauro and Members of the Subcommittee, My 
name is Zeda Rosenberg and I serve as CEO of the International Partnership for Microbicides 
(IPM), IPM is a non-profit organization with the mission to develop and make available safe and 
effective microbicides for use by women in the developing world to prevent HIV/AIDS. Thank 
you for the opportunity to express my organization’s support for the National Institutes of Health 
and National Institute for Allergy and Infectious Diseases collaborative work on Microbicides. 
IPM urges NIAID to continue to partner with USAID, the State Department and others to 
advance ARV-based microbicide development efforts (suggested report language illustrating this 
request is included at the end of this statement). We also commend the Subcommittee for the 
leadership it is already providing in the fight against HIV/AIDS. 

IPM is one of 1 7 nonprofit enterprises that embody an important model to advance the 
global health field. Known as product development partnerships, or PDFs, these organizations 
combine the business model of the private sector with the public sector’s commitment to global 
public health. As of mid-2009, 17 PDFs were developing more than 122 products to respond to 
HIV, malaria, tuberculosis, meningitis, respiratory illnesses and other diseases. 

As you know, HIV/AIDS ranks among the world’s most devastating diseases because it 
has spread rapidly and mainly affects women in their most productive years. Since the epidemic 
began, 60 million people have contracted HIV and 25 million have died. The President’s 
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Emergency Plan for AIDS Relief (PEPFAR) and other programs have made significant progress 
in providing antiretroviral (ARV) drugs to those who need treatment around the world. However, 
while treatment has been revolutionary, treatment alone will not end this epidemic. Statistics 
indicate that for every person who starts ARV treatment in low and middle income countries, 
two to three individuals become newly infected with HIV. 

Women and girls continue to bear the burden of the HIV/AIDS epidemic. A mix of 
biology and culture renders women more susceptible to HIV infection than men. In some parts of 
the sub-Saharan Africa, young women (aged 15-24) are up to eight times more likely to be 
infected than young men of the same age. HIV/AIDS is the leading cause of death globally in 
women 15-44 years of age, and exacts an especially high toll in sub-Saharan Africa where the 
epidemic has hit hardest. Everyday more than 3,000 women and girls become infected with HIV 
globally. 

Current prevention options can be impractical for women who are unable to negotiate 
with their male partners to use condoms or remain faithful, and for those who are married, want 
to have children or are at risk of violence. Microbicides have the potential to provide women 
with a self-initiated HIV prevention option and one that could be used discreetly to avoid HIV 
transmission during sex. Microbicides will specifically address one of the central weaknesses in 
the current continuum of HIV prevention options. Microbicides are biomedical products being 
developed to prevent HIV in women. These new products promise to make a significant 
difference for women worldwide, and in helping to reverse the AIDS epidemic over time. 

In order for a microbicide to be most effective, it is essential that it is used correctly and 
consistently, and is acceptable to the user. One ARV-based gel that has shown promise for HIV 
prevention is tenofovir gel. In July 2010, the CAPRISA 004 clinical trial in South Africa found a 
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39% lower HIV infection rate in women using tenofovir gel as compared to the women using a 
placebo gel. In the CAPRISA trial, women were instructed to use the gel twice, up to 12 hours 
before sex and again within 12 hours after sex. Tenofovir gel was the first ARV microblcide to 
be tested in an efficacy trial. Though confirmation trials are ongoing, the study indicated that 
those who used the test product as recommended (higher adherence) achieved increased 
effectiveness. The technology IPM is currently advancing, long-acting vaginal rings with 
Dapivirine (another ARV-based microbicide), are replaced once a month and may have benefits 
over dosage forms that need to be used more frequently as they may help ensure that the 
products are used consistently, thus increasing a woman’s chance to be protected at any given 
time. 

IPM recently entered into collaboration with the NIH-ftinded Microbicide Trials Network 
(MTN) to conduct a pivotal dapivirine ring licensure program. The ring is designed to remain in 
place for a month or longer, and has the potential to provide long-acting protection against HIV. 
A long-acting product could lead to greater adherence (correct and consistent use of the product), 
and hence improved effectiveness. History has taught that the more product choices people have, 
the more likely they are to use one of them for protection. 

Product development partnerships, or PDPs, collaborate with pharmaceutical and biotech 
companies to develop critically needed but often not profitable medical products for resource- 
poor settings. As a PDP, IPM has secured royalty-free licenses from several pharmaceutical 
companies to develop ARVs as microbicide candidates. This has expanded the pipeline, the 
quantity of products being tested from laboratories to large safety and efficacy trials, both in 
number and potential mechanisms of action. Several compounds are approved therapeutics and 
come with an extensive preclinical and safety data, which allows IPM to leverage the significant 
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scientific and financial investments made by the private sector. Pharmaceutical partners have 
also provided technical support including agreeing to allow IPM to cross-reference their 
regulatory submissions to their previous approvals. 

The microbicide products being tested today are based on the same type of ARV-drugs 
being used to treat people living with HIV/AIDS and to prevent mother-to-child transmission of 
the virus. ARV medicines have extended and saved millions of lives across the globe — adapting 
those drugs to protect healthy adults from becoming infected with HIV could transform the 
global response to the epidemic. In fact, ARV-based microbicides are following the lead of other 
life-saving prevention methods that have been successfully adapted from treatments for diseases 
such as malaria, influenza and pneumonia. 

In closing, science now indicates a way out of this epidemic; however only through a 
collaborative and extraordinary effort will we be able to take full advantage of the opportunity 
presented to us. For our part, this effort begins with the goal of enabling regulatory approval of 
the first safe and effective ARV-based microbicide for women, and carrying through to product 
rollout and access. This goal cannot be reached without the support of NIH, the State 
Department, and USAID. The impact in terms of lives saved and infections averted will pay off, 
improving public health and in turn allowing for greater economic stability, productivity and 
well-being in nations hardest hit by the epidemic. 

Thank you for your attention and consideration. 
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Microbicides 

Fiscal 2013 Labor, Health and Human Services 
Appropriations Committee Report 


Health and Human Services/National Institutes of Health 

NIAID 

Microbicides. The Committee recognizes that with NIH and USAID leadership, research has 
shown the potential for antiretroviral [ARV] drugs to prevent HIV infection in women. 
The Committee encourages NIAID to continue coordination with USAID, the State 
Department and others to advance ARV based microbicide development efforts with the 
goal of enabling regulatory approval of the first safe and effective microbicide for women 
and supporting product development and efficacy trials of alternative ARV based 
microbicides. 
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Gniquering 1C. 

Changing Lives. 

STATEMENT OF BARBARA GORDON, R.D. 

EXECUTIVE DIRECTOR 
INTERSTITIAL CYSTITIS ASSOCIATION 
1760 OLD MEADOW ROAD, SUITE 500, MCLEAN, VA 22102 
(703) 442-2070, BGORDON@ICHELP.ORG 

REGARDING FISCAL YEAR 2013 APPROPRIATIONS 
FOR THE CENTERS FOR DISEASE CONTROL AND PREVENTION 
AND NATIONAL INSTITUTES OF HEALTH 

SUBMITTED TO THE HOUSE COMMITTEE ON APPROPRIATIONS; 
SUBCOMMITTEE ON LABOR, HEALTH AND HUMAN SERVICES, 
EDUCATION, AND RELATED AGENCIES 

MARCH 29, 2012 

Thank you for the opportunity to present the views of the Interstitial Cystitis Association 
(ICA) regarding the importance of interstitial cystitis (IC) public awareness aetivities and 
research. 

ICA was founded in 1984 and remains the only nonprofit organization dedicated to 
improving the lives of those affected by IC. The Association provides an important avenue for 
advocacy, research, and education relating to this painful condition. Since its founding, the ICA 
has acted as a voice for those living with IC, enabling support groups and empowering patients. 
The ICA advocates for the expansion of the IC knowledge-base and the development of new 
treatments, including investigator initiated research. Finally, ICA works to educate patients, 
healthcare providers, and the public at large about IC. 

IC is a condition that consists of recurring pelvic pain, pressure, or discomfort in the 



bladder and pelvic region; it is often associated with urinary frequency and urgency. This 
condition may also be referred to as painful bladder syndrome (PBS), bladder pain syndrome 
(BPS), and chronic pelvic pain. It is estimated that as many as 12 million Americans have IC 
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symptoms, more people than Alzheimer’s, breast cancer, and autism combined. Approximately 
two-thirds of these patients are women, though this condition does severely impact the lives of 
men as well. IC has also been seen in children; in fact, many adults with IC report having 
experienced urinary problems during childhood. However, there has been little information 
published about children and 1C, therefore statistics on IC, diagnostic tools, and treatments 
specific to children and 1C are very limited. 

The exact cause of IC is unknown and treatment options are limited. There is no 
diagnostic test for IC, so diagnosis is made only after excluding other urinary /bladder conditions, 
possibly causing one or more years delay between onset of the symptoms and treatment. When 
health care providers are not properly educated about IC, patients may suffer for years before 
receiving an accurate diagnosis and appropriate treatment. 

The effects of IC are pervasive and insidious, damaging work life, psychological well- 
being, personal relationships, and general health. The impact of IC on quality of life is equally as 
severe as rheumatoid arthritis and end-stage renal disease. Health-related quality of life in 
women with IC is worse than in women with endometriosis, vulvodynia, and overactive bladder, 
IC patients have significantly more sleep dysfunction, higher rates of depression, anxiety, and 
sexual dysfunction. 

Some studies also suggest that certain conditions occur more commonly in people with 
IC than in the general population. Some of these include allergies, irritable bowel syndrome, 
endometriosis, vulvodynia, fibromyalgia, and migraine headaches. Chronic fatigue syndrome, 
pelvic floor dysfunction, and Sjogren’s syndrome have also been reported. 


IC PUBLIC AWARENESS AND EDUCATION 
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As IC is a condition that often takes years diagnosis, patients live in pain with no answers 
for many years. The IC Education and Awtireness Program at the Centers for Disease Control 
and Prevention (CDC) plays a major role in increasing the public’s awareness of this devastating 
disease and is the only program in the nation which promotes public awareness of IC. 

The public outreach of the CDC program includes public service announcements on 
major networks and the internet. Further, the CDC program has provided resources to make 
information on IC available to patients and the public though videos, booklets, publications, 
presentations, educational kits, websites, blogs, Facebook pages, and a YouTube channel. For 
providers, this program has included the development of an 1C newsletter with information on IC 
treatments, research, news, and events; targeted mailings to providers; and exhibits at national 
medical conferences. 

This program is a source of information for patients whose doctors have limited time or 
information, and many doctors recommend it to their patients as a resource. Many doctors are 
hesitant to treat IC patients because of the amount of time it takes to treat the condition and the 
lack of answers available. For this reason, it is especially critical for this program to provide 
patients with information about what they can do to manage this painful condition and lead a 
normal life. 

In order to continue these vitally important initiatives, it is critical that the CDC IC 
Education and Awareness Program be continued and receive a specific appropriation of 
$660, 000 for fiscal year 2013. The ICA also encourages continued support for the National 
Center for Chronic Disease Prevention and Health Promotion, through which the IC program is 
supported. 
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RESEARCH THROUGH THE NATIONAL INSTITUTES OF HEALTH 

The National Institutes of Health (NIH), mainly through the National Institute of 
Diabetes and Digestive and Kidney Diseases (NIDDK), maintains a robust research portfolio on 
IC, including five major studies that yielded significant new information. The RAND IC 
Epidemiology (RICE) study found that nearly 2 . 1 - 6.1 percent of adult women have symptoms 
consistent with IC and will prove important to the future development of clinical trials and 
epidemiological studies. The IC Genetic Twin study found environmental factors, rather than 
genetic factors, to be substantial risk factors of developing IC. The Events Preceding Interstitial 
Cystitis (EPIC) study yielded significant information linking non-bladder conditions and 
infectious agents to the development of IC in many newly-diagnosed IC patients. The findings of 
the EPIC study have been reinforced in a Northwestern University study which found that an 
unusual form of toxic bacterial molecule (EPS) has an impact the development of IC as a result 
of an infectious agent. Finally, the Urologic Pelvic Pain Collaborative Research Network 
(UPPCRN) indicated promising results for a new therapy for IC patients. 

Research currently underway also holds great promise to increase our understanding of 
IC, and thus find new treatments and a cure. The Multidisciplinary Approach to the Study of 
Chronic Pelvic Pain (MAPP) Research Network holds great potential to understanding the 
underlying issues related to 1C, other conditions possibly associated with IC, and new 
information related to flares of the condition. Research at the Office of Research on Women’s 
Health (ORWH), specifically through Specialized Centers of Research on Sex and Gender 
Factors Affecting Women’s Health, also shows great promise for learning more about IC. 
Additionally, the investigator-initiated research portfolio will continue to support research 
relating to fundamental issues relating to IC and pelvic pain, including new avenues for 
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interdisciplinary research and new treatment options. Continued research will assist in the 
development of new treatment and therapies to relieve this condition. 

We applaud the recent establishment of the National Center for Advancing Translational 
Sciences (NCATS) at NIH. Housing translational research activities at a single Center at NIH 
will allow these programs to achieve new levels of success. Initiatives like CAN are critical to 
overhauling the translational research process and overcoming the research “valley of death” that 
currently plagues treatment development. In addition, new efforts like taking the lead on drug 
repurposement hold the potential to speed new treatment to patients. We ask that you support 
NCATS and provide adequate resources for the Center in fiscal year 2013. 

In order for positive IC research to reach its full potential, it is essential that NIH 
continue to receive funding which will allow it to continue and expand on past and current 
research. For this reason, we recommend a funding level of $32 billion for fiscal year 2013, fVe 
also recommend the continuation of the MAPP study and research focused on IC in children. 

Thank you for the opportunity to present the views of the interstitial cystitis community. 
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Statement of Gregory E. Conrad. Executive Director. Interstate Mining Compact 
Commission regarding the FY 2013 Budget Request of the Mine Safety and Health 
Administration tMSHAt within the U.S. Department of Labor - March 16, 2012 

Gregory E. Conrad, Executive Director 
Interstate Mining Compact Commission 
445-A Carlisle Drive, Herndon, VA 20170 
Phone: (703) 709-8654 
E-mail: gconrad@imcc.isa.us 

Before the Subcommittee on Labor, Health and Human Services, Education and Related 
Agencies of the House Appropriations Committee 

We are writing in opposition to the Fiscal Year 2013 Budget Request for the Mine Safety 
and Health Administration (MSHA), which is part of the U.S. Department of Labor. In 
particular, we urge the Subcommittee to reject MSHA’s proposed reduction of $5 million for 
grants to states for safety and health training of our Nation=s miners pursuant to section 503(a) of 
the Mine Safety and Health Act of 1977. Over the past several fiscal years, MSHA=s budget 
request for state grants was approximately $9 million, which approached the statutorily 
authorized level of $10 million but still did not fully consider inflationary and programmatic 
increases being experienced by the states. We therefore urge the subcommittee to restore funding 
to the statutorily authorized level of $ 1 0 million for state grants so that states are able to meet the 
training needs of miners and to fully and effectively carry out state responsibilities under sections 
502 and 503(a) of the Act. 

The Interstate Mining Compact Commission is a multi-state governmental organization 
that represents the natural resource, environmental protection and mine safety and health interests 
of its 24 member states. The states are represented by their Governors who serve as 
Commissioners. 

IMCC=s member states are concerned that without full funding of the state grants 
program, the federally required training for miners employed throughout the U.S. will suffer. 
States are struggling to maintain efficient and effective miner training and certification programs 
in spite of increased numbers of trainees and the incremental costs associated therewith. State 
grants have flattened out over the past several years and are not keeping pace with inflationary 
impacts or increased demands for training. The situation will likely be further exacerbated by 
new statutory, regulatory and policy requirements that grow out of the various reports and 
recommendations attending the Upper Big Bremch accident. 

In MSHA’s own budget justification document (at page 72), the agency states that: 
“Training plays a critical role in preventing deaths, injuries, and illnesses on the job. By 
providing effective training, miners are able to recognize possible hazards and understand the 
safe procedures to follow. MSHA will continue its increased visibility and emphasis on training 
because it is critically important to making progress in reducing the number of injuries and 
fatalities.” Furthermore, in a March 5, 2012 communication to state training grant recipients. 
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MSHA specifically asked for the states’ assistance “by including in your training, as appropriate, 
information on the [“Rules To Live By” campaign).” In this same letter, MSHA went on to note 
that “the number of miners you reach yearly through the training your program provides makes 
your contribution to the success of the program all that more important.” 

We are mystified about how MSHA intends to accomplish these stated objectives without 
the training programs that are provided by the states pursuant to the grants they receive from 
MSHA - as has been the case since the enactment of the Mine Safety and Health Act in 1977. 

By way of an explanation for the drastic cut to training grants, MSHA states on page 73 of its 
budget justification document that because of the “higher priorities” placed on its enforcement 
activities, $5 million will be “reallocated” and that it will “shift responsibility for training back to 
mine operators.” As a follow on, MSHA recognizes that some training services now provided by 
states will be “reduced or eliminated” and that “operators will become more actively involved 
with their training or find other resources to provide training.” This appears to be an effort by 
MSHA to begin shifting training responsibilities and costs entirely to mine operators. While this 
idea may have merit, we are uncertain about the ability of the mining industry to accommodate 
these new costs (especially small operators) and suspect that any realignment of training 
responsibilities from the states to the industry will take considerable time and planning. 
Furthermore, our experience over the past 35 years has demonstrated that the states are often in 
the best place to design and offer this training in a way that insures that the goals and objectives 
of sections 502 and 503 of the Mine Safety and Health Act are adequately met. 

The first time that the states became aware of this effort to shift responsibilities for miner 
training (and to reduce state grants) was upon the release of the Department of Labor’s budget on 
February 13. There have been no discussions with the states about the impacts that this proposal 
will have on state training programs or about any sort of transition in the way we are currently 
doing business. To propose such a dramatic shift without first consulting the states is 
inappropriate and a denigration of the role the states have played in protecting our Nation’s 
miners. Furthermore, to expect such a drastic change in operations to occur within a single fiscal 
year is unrealistic and will only result in confusion and potential negative impacts to the 
availability and quality of miner training. 

While we can appreciate MSHA’s desire to realign its resources to focus on inspection 
and enforcement, one of the most effective ways to insure miner health and safety in the first 
place is through comprehensive and excellent training. MSHA Assistant Secretary Main 
specifically spoke to this in a recent letter he sent to state grant recipients wherein he stated: “As 
in the past, we are reaching out to the grantees, recognizing the positive impact you have in 
delivering training to miners. 1 am asking that you incorporate, as appropriate, training on these 
types of [fatal] accidents as well as measures needed to prevent them. Increased training and 
awareness is necessary if we are to prevent these types of deaths.” The states have been in the 
forefront of providing this training for over 35 years and are best positioned to continue that work 
into the future. Furthermore, the federal government’s relatively modest investment of money in 
supporting the states to handle this training has paid huge dividends in protecting lives and 
preventing injuries. The states are also able to provide these services at a cost well below what it 
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would cost the federal government to do so. 

As you consider our request to reject MSHA’s proposed cut and instead to increase 
MSHA=s budget for state training grants, please keep in mind that the states play a particularly 
critical role in providing special assistance to small mine operators (those coal mine operators 
who employ 50 or fewer miners or 20 or fewer miners in the metal/nonmetal area) in meeting 
their required training needs. This has been a particular focus in those states where metal/non- 
metal mining operations predominate. These are often small operators who cannot afford to 
offer the comprehensive training that is required under Section 502 of the Mine Safety and 
Health Act. Given this Administration’s articulated concerns about the impacts of regulatory 
decisions on small businesses, it is surprising that MSHA would propose significant cuts to the 
training that states provide to these small operators. Some states have also recently received 
requests from the VFW to provide “new miner training” for returning war veterans in order to 
prepare them for potential employment in the mining industry. Without the funding provided to 
states by MSHA, this may be difficult to accomplish in a timely manner, if at all. 

We appreciate the opportunity to submit our views on the MSHA budget request as part 
of the overall Department of Labor budget. Please feel free to contact us for additional 
information or to answer any questions you may have. 
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Written Testimony for the Labor, Health and Human Services, Education, and related Agencies. 
Submitted by Amy Verlanic, the Executive Director of the Institute for Educational 
Opportunities at Montana Tech. 

The 11-12 Academic Year represents the 15’*' year I have served as a TRIO program director. Over the 
years I have seen a significant detrition of the quality and quantity of services offered to the most needy 
and vulnerable populations of Montana. As this sub-committee may have the opportunity to influence 
future funding levels for TRIO programs, it behooves you to understand the negative impacts the level 
and decreased funding has had on TRIO programs in the recent years. 

As the TRIO programs have been level funded since 2002, grant competitions have become fiercer, and 
Montana is losing programs and resulting in over 650 students losing all critical academic intervention 
services. Since 2002, we have lost S TRIO programs in Montana; University of Montana's McNair 
Program, University of Montana Western's Upward Bound program. Fort Belknap's Student Support 
Services Program, Little Big Horn College's Student Support Services Program, and Montana State 
University's Student Support Services Program. In addition, we did lose the Flathead Valley Upward 
Bound program, temporarily until it was refunded through the College Cost Reduction Act (CCRA). Had 
it not been for CCRA, Montana would have suffered a loss to an additional cohort of students pushing us 
over the -700 mark. 

In the 2011 study entitled 'The College Access Programs in Montana: The Economy, Perceptions, and 
Reach", commissioned by the Montana College Access Network, it is reported that "Nearly a quarter of 
comments indicated low income or first generation college-going and minority groups are in need of 
additional services. Parents were also noted as a group identified for needing attention." In fact, the 
study goes on to say that since so few of Montana's neediest students are able to be served by the TRIO 
they are perceived by eligible families to be elitist programs. 

Montana Tech's TRIO programs have been able to suffer through the last decade of level and reduced 
funding. However, the services are diminishing. Some specific examples of reduction in services in our 
Upward Bound program are; 

• We use to staff the Upward Bound summer academy with college faculty but now we hire 
high school teachers because they are significantly less expensive. 

• The summer academy use to be open to all students enrolled in the program, and now only 
the top half of students are allowed to attend summer. 

• Extra outreach activities to parents have been cut. 

• Tuition costs in Montana have increased 45% since 2002, so the offerings of duel enrollment 
courses in the academic year and Bridge courses in the summer have also been cut from our 
programming. 

During the last grant competition, the Montana Tech Educational Talent Search program reduced the 
numbers of students served from 800 to 520. So although the program is still operating, we are serving 
a significantly lower number of students than the previous four years. 
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staffing for both programs has been altered to keep up with inflation, rising travel costs, and 
exponentially growing benefit rates. We now share an administrative assistant and multiple 
coordinators across programs rather than each program having their own. Although, leveraging staff in 
such a manner may seem fiscally prudent, it really means staff are spread thinner. Rather than spending 
two days a week in each school, my staff now spends one day a week in each school. Plus they have less 
time to seek professional development. 

The study mentioned above, describes all college access programs in Montana, and it classifies programs 
as offering contextual services or instrumental services. Sixty-eight (68%) percent of services offered by 
TRIO programs are instrumental services. This is significant to consider, as both high school staff and 
parents report contextual programs are less important and that they are less inclined to consider those 
programs as effective in assisting students in post-secondary decision-making. Federal investments in 
other programs, contextual programs, are not valued or effective on the ground in Montana! The 
students, K-12 educational staff, and parents of our communities want real assistance with applications, 
financial aid, academic instruction, aptitude assessments, and career guidance. They do not value or 
benefit from public relation campaigns. 

Without an increase in FY 13 appropriations for TRIO programs, many effective and valued programs will 
be defunded. Or worse, the funded programs will be forced to cut expensive instrumental services and 
refocus program energies on less effective, less valued contextual services. 
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STATEMENT BY ALAN PENN 
PRESIDENT 

KIWANIS INTERNATIONAL 
SUBMITTED TO 

THE SUBCOMMITTEE ON LABOR, HEALTH AND HUMAN SERVICES, 
EDUCATION AND RELATED AGENCIES 
COMMITTEE ON APPROPRIATIONS 
U.S. HOUSE OF REPRESENTATIVES 

MARCH 29, 2012 

Mr. Chairman, Thank you for the opportunity to submit testimony in support of The 
Eliminate Project: Kiwanis eliminating maternal and neonatal tetanus. Tetanus is a preventable 
disease that kills one baby every nine minutes. We are advocating to protect mothers and newborns 
in 36 developing countries from maternal and neonatal tetanus. 1 ask that the Committee endorse 
this private and public sector project and take steps to encourage the Centers for Disease Control to 
support efforts to eliminate maternal and neonatal tetanus. 

I am Alan Penn, the elected president of Kiwanis International. I live in Medina, Ohio, and 
am submitting this testimony today representing nearly 5,000 Kiwanis clubs in the United States. 

The Kiwanis International family comprises nearly 600,000 adult and youth members in 80 
countries and geographic areas. Kiwanis and its family of clubs, including Circle K International for 
college students, Key Club for high school students. Builders Club for middle school students, 
Kiwanis Kids for elementary school students, and Aktion Club for adults living with disabilities, 
annually raise more than $107 million and dedicate more than 18 million volunteer hours to 
strengthen communities and serve children. 

During the 1990s, Kiwanis International launched its first Global Campaign for Children, 
ending Iodine Deficiency Disorders. The IDD program focused on increasing the world’s access to 
iodized salt by funding salt iodization projects and educating people about IDD and raising 
awareness. In one decade, Kiwanis with support from this Committee and in partnership with 
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USAID and UNICEF was able to increase the percentage of the world’s population consuming 
iodized salt from less than 20 percent in 1990 to 70 percent in 2000. Kiwanis raised nearly $105 
million for salt iodization projects and awareness. 

Now I ask you to also support our second international campaign to eliminate tetanus from 
the face of the earth. 

THE ELIMINATE PROJECT. Kiwanis International’s The Eliminate Project, announced 
in July 201 1, is a global campaign to eliminate maternal and neonatal tetanus (MNT). In 
partnership with UNICEF, Kiwanis is targeting the poorest, most underserved women and children 
on Earth, and paving the way for other interventions that will boost maternal health and child 
survival. 

In addition to the work of Kiwanis, the Centers for Disease Control proves valuable 
technical assistance on improving tetanus immunization programs and strengthening surveillance 
and assessments to validate tetanus elimination. 

Kiwanis International will raise $110 million by 2015, immunizing more than 61 million 
women in 36 countries where the disease is still a public health problem. Kiwanis International will 
be the world’s largest single donor to eliminate MNT. 

The Eliminate Project will save or protect millions of mothers and newborns. Tetanus can 
infect newborns, spread quickly, and kill within days. Mothers cannot even touch or comfort their 
babies due to the excruciating pain. 

But this disease is highly preventable. During this project, Kiwanis International is focusing 
where the need is greatest — on the populations least served. In fact, we are tackling the hardest leg 
of a diffrcult journey. MNT is on the brink of elimination, but sorely needs a champion to complete 
the work. Our global volunteer network and strength in reaching communities and leaders, along 
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with UNICEF’s field staff, technical expertise and unbeatable supply chain, will help eliminate 
MNT and pave the way for other interventions. 

MY PERSONAL EXPERIENCE IN THE FIELD. I have had the opportunity to see 
first-hand how The Eliminate Project can save lives. I visited Cambodia during the spring of 201 1 
and saw the perilous obstacles that communities, families, mothers and children face every day. 

I was fortunate enough to be welcomed into the homes of local Cambodians. In these 
homes, we saw families in need of our help, people without access to healthcare, without access to 
funding, and I was reminded that Kiwanis has an extraordinary opportunity to change real lives in 
real time. 

The mobilization, one of the most important factors in a successful campaign, was 
impressive. The day before the vaccinations begin, trained health workers walked through the 
villages with a megaphone announcing the health services available the next day. But they didn’t 
stop there. During the vaccination campaign, these workers swept through the villages to ensure that 
women who had been working in the fields knew about the vaccination campaign. 

The day of the campaign, the women lined up to gel their vaccinations. They received health 
cards, recording this opportunity to protect themselves and their future children from threats to 
happy, healthy lives for years to come. Many women had healthy babies and small children with 
them. 

My most memorable moment came when 1 held a small infant while the mother received her 
vaccination. I was reminded of when 1 was a young boy in Honduras. My parents were 
missionaries, and I would often go with my mother into the mountains to visit remote villages. 

When my mother provided vaccines to the women, my Job was to hold the babies. 

I realized in Cambodia, while holding that little baby, I have come full circle. These people 
need help, and we have the opportunity to provide it to them. 
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MATERNAL AND NEONATAL TETANUS (MNT). MNT results from tetanus spores 
in soil entering the bloodstream. It is mainly caused by a lack of access to sanitary birthing 
conditions, unclean instruments used to cut the umbilical cord, and unclean post-partum cord care. 

Once the disease is contracted, the fatality rate can be as high as 100 percent in underserved 
areas. Most mothers and newborns that die of tetanus live in areas of Africa and South and East 
Asia, where many women are poor, have little access to health care, have limited information about 
safe delivery procedures and continue harmful cord care practices. 

PREVENTING MATERNAL AND NEONATAL TETANUS. MNT is easily prevented 
by giving women of childbearing age a series of three vaccine doses, which costs roughly $1.80. 
This cost includes the vaccinations, syringes, safe storage, transportation and more. 

Women who are properly vaccinated with the tetanus vaccine will have immunity through 
most of their childbearing years. Babies bom to mothers who have been vaccinated will be 
protected through the first two months of life. 

When women are vaccinated for tetanus and learn about maternal health, they become 
empowered to take control of their well-being and that of their newborns. We believe these women 
matter, they deserve to give birth to healthy babies, and their babies deserve to achieve their full 
human potential. 

PROGRESS. The Eliminate Project supports UNICEF and its partners, which have already 
eliminated MNT in 23 countries. Thirty-six countries remain at risk, with more than 100 million 
women who need to be vaccinated. 

Between 1999 and 2010, nearly 100 million women in some of the most remote places were 
protected against tetanus, saving thousands of newborns from death due to tetanus every year. 
Kiwanis International is now taking on this cause and mobilizing our nearly 600,000 members to 
become advocates for The Eliminate Project. We will raise $110 million by 2015. 
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Kiwanis family clubs across the world are hearing the call to eliminate maternal and 
neonatal tetanus and are loudly answering through action. Kiwanis Clubs are organizing fundraisers 
and making individual gifts; Aktion Club members are helping mothers and babies in their 
communities; College Kiwanis International members are becoming advocates on college 
campuses; high school Key Club members are organizing car washes and dances to raise money for 
The Eliminate Project; and Builders Clubs and K-Kids are learning about tetanus and holding bake 
sales to raise money to stop it. 

Since launching our fundraising campaign last summer, nearly $10 million has been raised, 
nearly 1,000 Kiwanis members have committed to four years of volunteer service and more than 
2,000 clubs have contributed to the fundraising campaign. 

The Eliminate Project will have a team of 9,000 Kiwanis members worldwide to raise funds 
and awareness for The Eliminate Project Nearly 1,000 volunteers have been recruited and more than 
650 have been trained. Trainings for the entire team of 9,000 volunteers will continue in the 
coming months as the team grows, creating an army of advocates and fundraisers for the most 
underserved women and children on Earth. 

THE FUTURE. I can visualize a world without tetanus. I have witnessed vaccination 
campaigns, social mobilization and birth attendant training. The elimination plans are in place. 
Countries are ready for implementation. All that remains is one final funding push. One push to rid 
the earth of this devastating disease. 

Mr. Chairman, I ask you to join us in this final push to eliminate MNT. Help us to eliminate 
this terrible disease and ensure that no baby ever again suffers this excruciating seven-day death. 

Thank you for your consideration. 
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Cj Lazar ex 

CANCER FOUNDATION 

Fiscal Year 2013 Budget Request- Labor HHS Appropriations 

In lieu of appearing before the House Subcommittee on Labor-HHS-Education 
Appropriations in person, we are submitting the following written testimony. 

Dana L Dornsife, President and Founder 
Lazarex Cancer Foundation 

March 29, 2012 

Dear Mr. Chairman and Members of the Committee: 

As you are aware, your Subcommittee has helped to appropriate approximately $70 Billion for FY 
2012 in new discretionary budget funds. In that tradition, given that Lazarex Cancer Foundation Is a 
public-private partnership, providing funding through a public charity 501(c)3 for end stage cancer 
patients seeking life through medical breakthroughs in FDA clinical trials, we are requesting $2,000,000 
for FY 2013 to expand our mission - either independently, or through the administration of the National 
Cancer Institute. 

History and Mission of Lazarex Cancer Foundation 

Lazarex Cancer Foundation (LCF) was founded in 2006 by Dana Dornsife, the organization's 
current president, and received 501c3 status that year, Dana's passion and subsequent commitment to 
patient advocacy began in 2003 when her brother-in-law, Mike, was diagnosed with pancreatic cancer. 
After searching for ways to extend Mike's life, Dana disosvered a promising clinical trial. It was 
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participation in this trial that enabled him to live for 16; to beyond his stated life expectancy - long 
enough to develop a memorable relationship with his youngest daughter, providing her with a meaningful 
experience she would remember throughout her own lifetime. For Dana, this was the beginning of an 
understanding of the importance of clinical trials and of supporting cancer patients in pursuing this 
potentially lifesaving treatment option. Dana's family had been blessed with the financial resources to 
fund LCF and turn her mission into a reality. 

Since beginning program services in April 2007. LCF has provided advocacy, support and 
program services to more than 1.874 cancer patients. LCF helps late stage patients, of all ages, with all 
forms of cancer, from all walks of life, navigate the complex world of clinical trial options - patients who 
otherorise may be too ill, exhausted or isolated to tackle this task alone. In addition, LCF has provided 
direct financial assistance to over 100 patients in 28 states, removing financial barriers to participation 
and allowing them to take advantage of life extending medical breakthroughs with participation in over 
So FDA approved clinical trials. Mrs. Dornsife strongly believes that no patient should go without cartcer 
treatment solely because of financial need. Most cancer patients who receive assistance from LCF were 
previously told that nothing else could be done and to prepare for the end of their lives. Currently, LCF's 
assistance has resulted in more 119 years of extended life for these individuals - time lived after each 
one was told to prepare for death. These remarkable days of life granted them the ability to live out their 
life's purpose and provide loved ones with the priceless gift of time. 

Many patients who were previously toid to prepare for the end of their lives, often had no hope 
but with LCF's help have entered complete remission and, instead of preparing for death, are planning to 
live their lives - not preparing for their lives to end. The increase in patient participation in clinical trials 
has allowed the trials to move forward with the research necessary to ensure that critical medications 
become available to cancer patients everywhere, thus fulfilling LCF's goal to build a bridge to hope, 
dignity and life for everyone impacted by cancer. 

P.O. Box 741, Oi-ivilie, CA 94526 
1-877-866-9523 toll free 925-8M-4517 office 925-5SJ-7305 fax 
wwvv.jazafa<.orq 

La.7arex Caiicer Foundation is a 501 (c)(3) non-profft cff-ganization. Our tax identificatjon Oumber Is 20 i -* 
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The core mission of LCF is to help cancer patients navigate through their clinical trial options and provide 
financial assistance to them, if necessary, to facilitate lhar participation in a clinical trial. There are three 
primary reasons that a patient will choose not to participate in a trial; clinical trial navigation: 
patients are overwhelmed with the process of researching clinical trials and suffer from information 
overload. They fee! burdened by logistics and simply don't know what to do; finances: lack of financial 
resources to cover ancillary ODSts; proximity: having to leave their support network to travel to a remote 
clinical trial site, facing the possibility of spending their last few months alone and in a strange place. 
Lazarex exists to eliminate these barriers, removing them from the decision making equation, allowing a 
patient to focus on what is best for his/her health and family. Our Medical Liaison team works with 
patients on an individual basis to develop a short list of clinical trial options. We assist with travel 
logistics and provide financial assistance to cover the added costs of travel, lodging, rental carSj etc., and 
medical diagnostics and procedures when the costs may impede enrollment and/or continuation In a Wat, 
Additionallyj LCF will cover the expense of a travel companion so the patient can take part Of their 
support network with them. 


Launch of the Minority Pilot Program for Lazarex Cancer Foundation 

While carrying out its mission, LCF discovered some alarming facts; Less than 5% of cancer 
patients participate in clinical trials, and of those, less than 10% are minority participants. In addition, 
late stage detection amongst minorities leads to a gross disparity in mortality rates as compared to non- 
minority patients. Given these facts, lazarex has expanded its mission to reach out to minoiity 
communities to increase their participation in clinical trials and promote screenings for earlier detection to 
decrease the disparity in mortality rates. 

LCF's mission is in line with the goals of the American Cancer Society, which, by 2015, seeks to 
eliminate disparities in cancer morbidity and mortality among all segments of the U.S. population - race 
and socioeconomic status chief among them. Tragically, of the 1.5 million men and women in the United 
States diagnosed with cancer in 2011, a disproportionate number were low-income people of color. At 

P.O. Box '<il, Dahvffle. CA 94526 
1-877-866-9523 toil free 925-820-4517 office 925-552-7305 fex 
v-rww Jazarex.GTQ 
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the same time, the American Cancer Society has fouridiwth the overall participation rate in cancer trials, 
and that of people of color, has signtficantty declined; this poses considerable delays in the clinical trial 
process, delays that ultimately increase the amount of time it takes to get a drug to market. In addition, 
the lack of participation by people of color means that important information on the efficacy of these 
drugs for certain populations is missing and shedding doubt on their universal effectiveness. i 

In addition to ethnicity, socioeconomic status has a significant impact on the likelihood that a 
person will participate in a clinical trial, as patients without means cannot afford the costs associated with 
these trials. According to the National Cancer Institute, even patients who have insurance are not 
guaranteed coverage as the trial may require costly tests that are outside the approved standard of care. 
Beyond the cost of treatment lie many indirect costs such as travel, childcare for the patient's children, 
and even relocation to the clinical trial site .2 

While the health care industry as a whole, and in particular the health insurance industry has 
made great strides as of late in the arena of providing quality cancer care, some insurance cottipanles 
have the right to invalidate a patient's policy for participating in a trial, a disincentive nearly impossible to 
surmount.3 Finally, it is the groups who are the least likely to participate in clinical trials that are most 
likely to die from cancer.4 In fact, studies dating as far back as 1975 indicate that both race and 
socioeconomic status are significant factors in clinical trial participation and in the incidence and 
survivability of cancer.5 

Taking all of these factors into consideration, LCF has launched a minority outreach program with 
two areas of concentration; prevention and early detection: to provide community outreach and 
education services to minority populations, encouraging their participation in cancer screenings, 
underwriting the cost of cancer screenings at medical centers that serve uninsured minority populations 
and providing funding for biopsies, if needed, to confirm posifive results for placement in a treatment 
program. The goal is to diagnose cancer in the early stages when prognosis of recovery is higher and 
mortality lower and; encourage minority participation in clinical trials: to provide community 


P.O. Box 741, Oanvills, CA 94526 
1-877-866.9523 toll free 925-820-4517 office 925-SS2-730S fax 
vvww.iazarex.ofq 
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outreach and education services to encourage minority participation in clinical trials, addressing their 
fears, discussing expectations and outcomes, providing a list of questions so patients can engage in a 
meaningful dialog with their doctors and to present clinical trials as a resource and an alternative to 
hospice care. 

Conclusion 

LCF has achieved success by developing relationships with many leading cancer institutions 
including NCI-designated cancer care centers aaoss the country. The urban locations of may of these 
centers are strategic in obtaining our goal of reaching out into surrounding minority communities. With a 
current operating budget of $1.5million LCF has created a successful public / private partnership whose 
current funding resources are provided by its founders Dana Dornsife and her husband David Dornsife 
who donate on average $500,000 per year, the LCF Team for Life endurance event division which raises 
about $250,000 per year and our remaining funds come from general public donations. Our annual 
overhead percentage averages only 12% and we have a volunteer network that contributes the 
equivalent of $300,000 per year in services. Sadly this doesn't begin to scratch the surface of patients 
who are in need of our services and die as a result of lack of funding. 

We are poised to expand the influence and reach of LCF. To that end, we are requesting 
$2,000,000 in funding for FY 2013. On behalf of all end stage cancer patiente seeking life through 
medical breakthroughs in clinical trials and on behalf of our minority populations who are dying 
needlessly from cancer simply because of their socio economic status, we are grateful for your 
consideration of this request. 


1 Baireau. R. Elfmic Miiioritv Participation in PhannaceuticaJ Clinical; R^ejunch Trials- Life Science Leader. September 2010, Available ai 

hop \\\Yvs hl^^cicntLkMdi’T com. 

NaiKinal C'a«t.er Institute 20(^. Clinica! Trials and Inswance Cover^e, Avail^fe at w’ww.canc€r.gi>w'clinicaii''i8l5'p<:iv>nclof'in»Lir.iikc- 
coverase 

3 Haxncs MA Smedlcv Bl) eds The Unequal Burden of Can<^; An A^ssment of NIH Research and !*rograms for Ethnic Minorities and the 
MediLaih Lnderserved t^ashmgton, D.C.: National AcaAanyPr^; 19^ 

i sf PR t ancei St4itistic> Rev tew 1975-2008. SEER Cancer incidence aid US De-ath Rates, 2004-2008 by cancer site and Race/FAhnieny. 
>kogevinas \! andPorta.M Socioeconomic difference; mcffitcersoivivaJ; areviewoftheevidence. Social 
Inequaiitks and C oncer I 'UiL Scientific Publications No. 138. Intemmkmal Agency fm Research on Cancer, Lyon, 1997. 
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28 March 2012 

Testimony of Pamela E. Ambrose, Director of Cultural Affairs, and Jonathan Canning, Martin 

D’Arcy Curator of Art 

Loyola University Museum of Art 

Loyola University Chicago 

Chicago, Illinois 

To the House Appropriations Subcommittee On Labor, Health and Human Services, Education, 
and Related Agencies Subcommittee Members 

Summary: In support of at least $35 million for the Institute of Museum and Library Services 
(IMLS) Office of Museum Services (OMS) 


Statement: 

Grants from federal agencies like the Institute of Museum and Library Services (IMLS) 
foster the development and preservation of valuable collections that are held by small and 
medium-sized institutions throughout the country. By funding smaller museums, IMLS ensures 
that these impressive collections remain intact and available to broad audiences. 

As a university museum in the city of Chicago, Loyola University Museum of Art 
(LUMA) strives to educate its community of Illinois residents, international tourists, college and 
university students, educators, and scholars by providing access to an exceptional permanent 
collection which enriches the city’s cultural fabric. As a private, not-for-profit organization, we 
rely on funding from the Illinois state government, the federal government, private foundations 
and corporations, and individuals, in addition to earned income, in order to sustain our 
collections and programs. Government funding accounted for 23 percent of the museum’s 
contributed revenue last fiscal year. Since its inception in 2005, the museum has been awarded 
grants from the National Endowment for the Arts, the National Endowment for the Humanities, 
and IMLS, and on the state level, we have received annual funding from the Illinois Arts Council. 
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Loyola University Museum of Art 

Testimony to the House Appropriations Subcommittee On Labor, Health and Human Services, Education, 
and Related Agencies Subcommittee Members 

LUMA’s Martin D’Arcy Collection is unique among university collections in the 
Midwest. It is dedicated primarily to European art from the mid-twelfth century to the dawn of 
Modernism in the early nineteenth century. Of particularly high quality, it contains a number of 
masterpieces, rare in any American museum, including a signed fourteenth-century chalice, a 
Renaissance birth tray, a Mannerist collector’s chest, and terracotta by Luisa Roldm, the first 
female sculptor of the Spanish court. For its first thirty-six years, the D’Arcy was exhibited on 
Loyola LFniversity Chicago’s Lake Shore Campus on the north side of the city. In 2005, the 
university opened a modem museum facility (LUMA) in downtown Chicago. Jonathan Canning 
was hired in 2006, and the D’Arcy was permanently installed at LUMA in late 2007. Since that 
date, concerned about the conservation and preservation of the D’Arcy, Mr. Canning has begun 
to systematically address the issue. 

Since the move of the collection in 2007, LUMA has been awarded two grants from the 
Institute of Museum and Library Services. These grants have greatly enhanced the understanding 
and promotion of the Martin D’Arcy Collection and spurred the development of initiatives which 
aim to sustain the museum beyond the grant period. In 2008, LUMA received an IMLS 
Conservation Assessment Program (CAP) grant for $3,490, which enabled us to hire a 
professional conservator to assess the current conditions of the museum’s facilities and 
permanent collection and identify conservation needs. Through this important grant, we were 
able to discover and begin to confront issues of preservation, storage, and conservation of our 
Martin D’Arcy Collection. This survey, which found that LUMA had sufficient and appropriate 
facilities and practices in many regards, also presented the museum with areas of improvement. 
Without the CAP grant, the museum would have likely delayed conducting a survey of this type 
due to lack of funding and would not have had a clear plan of items to address as it continued to 
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Testimony to the House Appropriations Subcommittee On Labor. Health and Human Services. Education, 
and Related Agencies Subcommittee Members 

care for its collection. One of the recommendations, for example, was that the museum establish 
dedicated funds for conservation. The report indeed helped LUMA to '‘develop strategies for 
improving collections care and provide a tool for long-range planning and fund-raising.” 

Based on the recommendations in the CAP grant report, the museum sought to undertake 
conservation of pieces in the collection in greatest need. In 2009, in order to extend the 
assessment conducted as part of the CAP grant, LUMA turned to volunteer Maura Checconi, an 
Italian-trained paintings conservator. Over the course of a year, she surveyed the condition of all 
paintings and wooden sculptures. While finding that the collection was in overall good condition, 
Ms. Checconi identified two nineteenth-century Russian icons as being in a dangerous state, with 
unstable paint layers, noticeable areas of loss, and the potential to lose additional layers of 
original paint. A plan was devised to conserve the two icons as a prelude to a fund-raising 
campaign for a conservation fund. We were awarded an IMLS American Heritage Preservation 
Grant for $3,000 in order to help fund the conservation of these two icons. 

These icons are among the finest of a group of nine Russian icons, dating from the late 
sixteenth to the early twentieth century in the collection. Elena Boeck, PhD, assistant professor 
of art history at DePaul University, has determined that these two icons are of particular interest 
because they exhibit elements of western European stylistic influence in an otherwise traditional 
Byzantine art form. They reflect Russia’s desire to modernize in the manner of western European 
states in the early nineteenth century — -a time when it was playing a leading role in European 
political and military affairs. Without the IMLS grant, LUMA would not have been able to 
undertake their conservation — and their conservation is what will spark a major fund-raising 
drive for a conservation fund for the permanent collection. 
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Testimony to the House Appropriations Subcommittee On Labor, Health and Human Services, Education, 
and Related Agencies Subcommittee Members 

LUMA will use the documentation of the icons’ conservation, including extensive in- 
treatment photography and details recorded in the conservators' final report, as the basis of an 
exhibition in our permanent collection galleries. Set to open in April 2012, the exhibition will 
educate the community on the philosophy of conservation and how it was executed in practice. 
LUMA engaged student employees of the university’s marketing and communications 
department to create a video of the icons’ de-installation and packing, as well as treatment in the 
conservators’ studio. The video, which will be made available to the public online and on a 
monitor in the museum’s public areas, features narration by the curator and primary conservator 
and recounts the reasons for conservation, the issues encountered, and treatment undertaken. We 
are coordinating the icons’ reinstallation and this exhibition with a public appeal for conservation 
funds, extending the reach of the grant well into a sustainable program of conservation for the 
museum. 

In order to successfully carry out our mission and purpose to conserve and care for the 
permanent collection, we must have access to funds by agencies like IMLS which serve smaller 
institutions. IMLS grants have enabled us not only to undertake important projects, but also to 
ensure sustainability of current and future programs. The CAP grant in particular has helped us 
prepare for accreditation by the American Association of Museums — a rare step for university 
museums, but one that affirms the university’s commitment towards providing the community 
with a strong cultural asset. The funds from both grants have been vital in initiating long-term 
approaches to the museum’s goals of conserving our permanent collection and engaging and 
educating our community. 
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LOMMI INDIAN BCISINESS COONCIL 

26 16 KWINA ROAD • BELLINGHAM, WASHINGTON 98226 -{JSO) 384-1489 


Testimony of the Honorable Clifford A. Cultee, Chairman Lummi Nation FY 2013 
Appropriations for the U.S. House of Representatives, Before the House Appropriations 
Subcommittee on Labor, Health & Human Service, Education & Related Agencies 


Good morning to the distinguished Committee Members. Thank you for this opportunity. I am 
honored to present the appropriations request of the Lummi Nation for fiscal year 2013. 

BACKGROUND INFORMATION 

The Lummi Nation is located on the northern coast of Washington State, and is the third largest 
Tribe in Washington State serving a population of over 5,200. The Lummi Nation is a fishing 
Nation. We have drawn our physical and spiritual sustenance from the marine tidelands and 
waters for hundreds of thousands of years. Now the abundance of wild salmon is gone, and the 
remaining salmon stocks do not support commercial fisheries. Consequently, our fishers are 
trying to survive off the sale of shellfish products. In 1999 we had 700 licensed fishers who 
supported nearly three thousand (3,000) tribal members. Today, we have about 523 remaining. 
This means that over 200 small businesses in our community have gone bankrupt in the past 
fifteen (15) years. This is the inescapable reality the Lummi Nation fishers face without salmon. 
We were the last surviving society of hunters/gatherers within the contiguous United States, but 
we can no longer survive living by the traditional ways of our ancestors. 


LUMMI SPECIFIC REQUESTS - DEPARTMENT OF LABOR 

Direct the DOL Office of Indian Energy, Economic and Workforce Development - to work 
with the Lummi Nation in support of its comprehensive Fisherman’s Cove Harbor and Working 
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Water Front Project which addresses Indian Energy, Economic and Workforce Development 
needs of the Lummi Nation membership. 

Unemployment on the reservation has been very difficult to address with limited on-reservation 
jobs. Tribal governments need to be able to meet the employment and training needs of our 
membership as well as the business development needs of our communities. This is the 
objective of the Lummi Nation Fisherman’s Cove Harbor and Working Waterfront Project. We 
need financial assistance to enable our membership to get the job skills the local (Reservation 
and Non-Reservation) labor market demands. The Lummi Nation needs to frilly develop the 
Working Waterfront Project for the benefit of and to create jobs for the Lummi Nation fishers, 
members and others invested in the marine economy of the extreme northwest comer of the 
United States. 


LUMMI SPECIFIC REQUESTS - DEPARTMENT OF HEALTH & HUMAN SERVICES 
Implement ACA & IHCIA - Direct the Department and the US Indian Health Services to fully 
and completely implement the Indian Specific provision of the Affordable Care Act and the 
newly re-authorized Indian Health Care Improvement Act. 

Affordable care Act & newly re-authorized Indian Health Care Improvement Act - Tribes 
are dismayed by the lack of support they have received in the development and implementation 
of the following: Long Term and Community Based Care- The authorization of long term and 
community based care Tribal communities are among the last to receive access to this all 
important health care option. Tribal Medicaid Program Demonstration Project; The Act 
authorizes a demonstration project to enable Tribes to demonstrate their ability to successfully 
plan, develop, implement and operate Medicaid Programs for the benefit of their membership. 
Health care Insurance Exchanges’, to support the planning development, implementation and 
operation of tribes as providers of health care insurance on the same basis as State are receiving 
this technical and financial assistance from the Department 
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Support for full and complete implementation of the Indian Specific provision of the 
Lummi Nation requests the committee support the SAMHSA Proposed Tribal Block Grant 
to combat Drug Epidemic among the Lummi Nation membership 

Wellness is the #1 Priority of the Council in 2012-13. . Drug abuse is at epidemic proportions 
on the Lummi Reservation. The proximity of the Lummi Reservation to the U.S. and Canadian 
Borders makes for a key ingredient in successful drug trafficking. With that prime ingredient add 
production, transportation, distribution, abuse and drug related crimes... this is our reality where 
my people are becoming prisoners in our own homes. 

What we Have Done: Our people are seeking a return to health through massive consumption of 
Lummi Nation Health Care resources. We have increased the number of Tribal members 
receiving substance abuse treatment and mental health counseling. 

What we Still Need: We are not equipped to keep pace with the increasing access and use of 
heroin and other opiate additive drugs that have besieged our ports, borders, communities and 
citizens. Lummi Nation and other Tribes cannot successfully compete with politically connected 
communities and interest groups which receive the majority of the funding that is available 
through the state block grant system. We need assistance to secure funding to plan develop, 
construct and implement , programs services and facilities needed to improve health and safety 
in our communities. 

Reauthorization of Head Start - Lummi Nation is very interested in the process of 
reauthorizing the Head Start Act. Lummi has operated a Head Start programs since 1966. 
Several members of the current elected Lummi Nation Tribal Council are graduates of Lummi 
Nation Head Start. 

Self-governance Option - Lummi Nation requests that Tribes have an option to receive their 
Head Start program funding as a transfer of funds from the federal government to the Tribal 
government on a government- to- government basis. All Head Start funding is allocated on a 
continuing basis consistent with the current operations of Self-Governance Tribes. The Head 
Start Program has evolved away from its original grant based allocation system but has yet to 
remove the grant documents from its award system. It is a grant that acts like a transfer of funds. 
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Designation Issues - Tribal governments must not be subject to the re-designation process as 
Grantees for Head Start Program. Due to the unique culture of Tribal people, only those 
competent in the local tribal culture are able to assess and assist in the development of Tribal 
children. This is not a job that can be performed by others. We ask that the regulations 
promulgated last year regarding re-designation of tribal programs be withdrawn and replaced 
with regulations that make it clear that only service providers who are known to the Tribe and 
approved by the Tribe are eligible participants, in any designation and/or re-designation process. 

Head Start Facility - The Lummi Nation has successfully completed several quality 
improvement plans required as a result of the Head Start performance Reviews. Each time we 
have not been able to address the deficits of our Head start Facility. The Tribe has secured a loan 
in the amount of $4.2 million to build a new and expanded Head Start Facility. However to meet 
Head Start performance standards the Tribe needs another S1.2million. This amount will insure 
that four (4) cleissrooms in the proposed facility will be suitable for special needs children. This 
amount is beyond the Tribe’s ability to increase its debt load and must be contributed by other 
sources. Lummi Nation needs additional financial assistance to complete this long over-due 
project. 

LUMMI SPECIFIC REQUESTS - DEPARTMENT OF EDUCATION 
Head Start for Tribal Development - New Head Start Facility - The Lummi Nation Requests 
that the Committee directs BIE and DHHS, Children’s Bureau support the construction of a new 
head start/day care facility for the Lummi Nation membership with technical and financial 
assistance. Lummi has operated a head start program since 1966 in the same facility. Successive 
Head Start Performance reviews have consistently identified the building as not meeting Head 
Start Performance standards. The Tribe is seeking gap financing in the amount of $1 .2million to 
complete the proposed new facility. These additional costs are generated by Head Start 
Performance and tribal Child Care Facility Standards. 

Head Start Program - Head Start is a development program which is support many early 
educational objectives. But it is first and foremost a child and family development program. 
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The Lummi Nation does not support the proposal to transfer the Head Start Program to the 
Department of Education. 

BIE Memorandum of Understanding - The Lummi Nation is aware that the Bureau of Indian 
Education and the Department of Education are close to signing a memorandum of 
understanding regarding the role of the Department of Education in the Bureau operate school 
system. The Lummi Nation notes that no tribes were involved in the development of the MOU 
and that no tribes will be involved in the operation of the MOU. This is not acceptable. Tribal 
governments do not rely on the BIA or the BIE to operate their schools. Most of the school 
operated by the Bureau of Indian Education are contract or grant schools which are actually 
operated by Tribal governments. Tribal people sit on our Board of Education and Tribal parents 
participate in the education of their children. We firmly object to any action directed at us taken 
without us. 


Thank you for this opportunity to provide these appropriations priorities of the Lummi Nation. 
Hy’shqe, 
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TESTIMONY ON BEHALF OF THE MARCH OF DIMES FOUNDATION 
HOUSE COMMITTEE ON APPROPRIATIONS - SUBCOMMITTEE ON LHHS 

The three million volunteers and 1,200 staff member of the March of Dimes Foundation appreciate the opportunity to 
submit federal funding recommendations for Fiscal Ye^20l3 (FY13). The March of Dimes was founded in 1938 by President 
Franklin D. Roosevelt to support research to prevent polio. Today, the Foundation aims to improve the health of women, infants 
and children by preventing birth defects, premature birth, and infent mortality through scientific research, community services, 
education and advocacy. The March of Dimes is a unique partnership of scientists, clinicians, parents, members of the business 
community and other volunteers affiliated with 5 1 chapters and 2 1 3 divisions in every state, the District of Columbia and Puerto 
Rico. The March of Dimes recommends the following funding levels for programs and initiatives that are essential investments in 
maternal and child health. 

PRETERM BIRTH 

Preterm birth is a serious health problem that costs the United States more than $26 billion annually. In 2008, one in eight 
infants was bom preterm (before 37 weeks gestation). Preterm birth is the leading cause of newborn mortality (death within the 
first month) and the second leading cause of Infant mortality (death within the first year). Among those who survive, one in five 
faces health problems that persist for life such as cerebral palsy, intellectual disabilities, chronic lung disease, blindness and 
deafness. 

In 2010, the National Center for Health Statistics (NCHS) announced that the nation’s preterm birth rate fell below 12 
percent for the first time in nearly a decade. It represented the fourth consecutive year of decline, bringing the rate down six 
percent from the peak of 12.8 percent in 2006. We believe one of the reasons for the decline was the result of legislation enacted in 
2006, the PREEMIE Act (P.L. 109-450), which led to the development of a public-private agenda aimed at reducing preterm labor 
and delivery. The Act mandated a Surgeon General’s conference to address the growing problem of preterm birth. In 2008, more 
than 200 of the country’s foremost experts convened for two days to develop a comprehensive, national strategy to address the 
costly and serious problems of preterm birth. The meeting resulted in an action plan that included several overarching themes and 
recommendations. The March of Dimes' FY 13 funding requests regarding preterm birth are based on the recommendations from 
the 2008 conference and the PREEMIE Act. 

National Institutes of Health (NIH) 

The March of Dimes supports the recommendation of the Ad Hoc Group for Medical Research and urges the 
Subcommittee to recognize the NIH as a critical national priority by providing at least S32 billion in funding in the FY 
2013 Labor-HHS-Education Appropriations bill. This funding recommendation represents the minimum investment necessary 
to avoid further loss of promising research and at the same time allows the NIH’s budget to keep pace with biomedical inflation. 
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The March of Dimes commends members of the Subcommittee for their continuing support of the National Children's 
Study (NCS). When fully implemented, this study will follow 1W),000 children in the United States from before birth until age 21. 
The data will help scientists at universities and research organizations across the country and around the world identify precursors 
of diseases and develop new strategies for treatment and prevention. The Foundation remains committed to supporting a well- 
designed NCS that promotes research of the highest quality and asks the Subcommittee to do the same. 

Eunice Kennedy Shriver National Institute of Chikt Health and Human Development INICHi)) 

For FY13, the March of Dimes recommends at least $U7 billion for the NICHD. This $46 million increase compared 
to the FYI2 enacted level will enable NICHD to sustain its support for intramural preterm birth-related research and clinical research 
conducted through the Maternal-Fetal Medicine Units, Neonatal Research Network, and Genomic and Proteomic Network for 
Preterm Birth Research. In addition, the March of Dimes urges the Subcommittee to request that NICHD identify the steps and 
resources necessary to establish one or more Transdisciplinary Research Centers for Prematurity, as recommended by the Institute of 
Medicine. The causes of preterm birth are multi-faceted and necessitate a coordinated and collaborative approach integrating many 
disciplines. In 201 1, the March of Dimes and Stanford University School of Medicine launched the nation’s first transdisciplinary 
research center dedicated to identifying the causes of premature birth. The March of Dimes is committed to opening five 
transdisciplinary centers across the country. A public-private partnership combining the resources of NICHD and private 
organizations would significantly enhance the impact of this research. 

Centers for Disease Control and Prevention - Preterm Birth 

The CDC’s National Center for Chronic Disease Prevention and Health Promotion’s Safe Motherhood Program works to 
promote optimal reproductive and infant health. For FYI3, the March of Dimes recommends a sustained funding level of at 
least $44 million, and the inclusion of a $2 million preterm birth sub-line as authorized by the PREEMIE Act (P,L. 109- 
450), to strengthen our national data systems to monitor trends and investigate health issues related to pregnancy and promote the 
health of women before, during and after pregnancy. 

Centere for Disease Control and Prevention - National Center for Health Statistics 

The National Center for Health Statistics’ (NCHS) vital statistics program collects birth and death data that are used to 
monitor the nation’s health status, set research and intervention priorities, and evaluate the effectiveness of existing health 
programs. It is imperative that data collected by NCHS be comprehensive and timely. Unfortunately, a quarter of the states and 
territories lack the capacity to use the most recent (2003) birth certificate format and only two-thirds have adopted the most recent 
(2003) death certificate format. The March of Dimes supports the President’s recommendation to provide $162 million - a 
$24 million increase over the FY12 enacted level, which will support states and territories as they implement the 2003 
Certificates of Birth, Death, and Fetal Deaths and aid in the transition to electronic collection of vital events data. 
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BIRTH DEFECTS 

According to the Centers for Disease Control and Prevention, ^ e^imated 1 20,000 infants in the U.S. are bcMH with major 
structural birth defects each year. Genetic or environmental factors, cw a combination of both, can cause various birth defects, yet the 
causes of more than 70 percent are unknown. Additional federal resources are sorely needed to support research to discover the causes 
of all birth defects and for the development of effective interventicms to prevent or at least reduce their prevalence. 

Centers for Disease Control and Prevention - National Center on Birth Defects and Developmental Disabilities fNCBDDD) 

The NCBDDD conducts programs to protect and improve the health of children by preventing birth defects and 
developmental disabilities and by promoting optimal development and wellness among children with disabilities. For FYi3, the 
March of Dimes requests at least level funding of S137 million for NCBDDD. We also encourage the Subcommittee to 
provide sustained funding levels of at least S2 million to support folic acid education and S22 million to support birth 
defects research and surveillance a $2 million increase from FY 2012 enacted levels. 

Allocating an additional $2 million to birth defects research and surveillance will support genetic analysis of the research 
samples already obtained through the NCBDDD's National Birth Defects Prevention Study — the largest case-controlled study of 
birth defects ever conducted. This analysis would enable researchers to identify relevant mutations and potential risk factors, 
which would then lead to prevention strategies. In addition, this investment would make possible the continuation of NCBDDD’s 
state-based birth defects surveillance grant program. Surveillance is the backbone of the public health network and its support 
should be a Subcommittee priority. Because of the current fiscal situation facing many states, funding for state-based surveillance 
systems is in Jeopardy and requires increased federal support to ensure the survival of essential birth defects surveillance programs. 

Further, allocating at least $2 million to folic acid education will allow the CDC to sustain its effective national education 
campaign aimed at reducing the incidence of spina bifida and anencephaly by promoting consumption of folic acid. Since the 
institution of fortification of U.S. enriched grain products with folic acid, the rate of neural tube defects has decreased by 26 
percent. However, CDC estimates that up to 70 percent of neural tube defects could be prevented if all women of childbearing age 
consumed 400 micrograms of folic acid daily. Sustained funding levels will ensure CDC can continue to educate women on the 
importance of folic acid. 

The March of Dimes is very concerned about the Administration’s request to consolidate NCBDDD’s budget lines into 
three categories. As proposed, the Birth Defects and Developmental Disabilities budget line would be renamed Child Health and 
Development and existing sub-categories would be eliminated (e.g. Birth Defects, Fetal Alcohol Syndrome, Folic Acid) with the 
exception of Autism. While the M^ch of Dimes recognizes and supports program flexibility for CDC management, we are 
concerned that the title “Child Health and Development” fails to make clear the overall purpose of the programs covered, 
obscuring the urgency and importance of the need for ongoing support from Congress. The March of Dimes urges modification 
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of the Administration’s proposal by retaining the term *^Btrth Defects” as a sub-line under the category ^Xhild Health and 
Development.” This adjustment is needed to ensure that essential activities to reduce birth defects are not undermined or 
otherwise put at risk. 

NEWBORN SCREENING 

Newborn screening is a vital public health activity used to identify genetic, metabolic, hormonal and ftinctional disorders 
in newborns so that treatment can be provided. Screening detects conditions in newborns that, if left untreated, can cause 
disability, developmental delays, intellectual disabilities, serious illnesses or even death. If diagnosed early, many of these 
disorders can be successfiilly managed. Across the nation, state and local governments experiencing significant budget shortfalls 
are considering discontinuing screening for certain conditions or postponing the purchase of necessary technology. This situation 
represents a serious threat that, if left unresolved, will put infants at risk of permanent disability or even death. For FYI3, the 
March of Dimes urges the subcommittee to provide at least $10 million for HRSA’s heritable disorders program, as 
authorized by the Newborn Screening Saves Lives Act (P.L. 1 10-204). 

Agency for Health Care Research and Quality (AHRO) 

AHRQ supports research to improve health care quality, reduce costs and broaden access to essential health services. For 
FY13, the March of Dimes recommends $400 million for AHRQ to continue its important work, including the development 
and dissemination of maternal and pediatric quality measures and comparative effectiveness research. Moreover, with the 
historic enactment of health reform last year, AHRQ’s research is needed more than ever to build the evidence base that will be 
used to improve health and health care coverage. 

Health Resources and Services Administration - Maternal and Child Health Block Grant 

Title V of the Social Security Act, the Maternal and Child Health Block Grant, supports community-based programs 
aimed at decreasing infant mortality, preventing disabling conditions, increasing the number of children immunized and improving 
the overall health of mothers and children. Reduced funding threatens the ability of these programs to carry on this work. For 
FY13, the March of Dimes recommends at least $645 million for the Maternal and Child Health Block Grant, level funding 
from the FY12 enacted level. 

Centers for Disease Control and Prevention - National Immunization Program 

Infants are particularly vulnerable to infectious diseases, which is why it is critical to protect them through immunization. 
In 2008, the national estimated immunization coverage among children 19 to 35 months of age was 76 percent. Childhood 
immunizations are among the most cost-effective preventive health measures. Every dollar invested in immunizing a child saves 
$16.50 In medical and societal costs. The CDC’s National Immunization Program supports states, communities and territorial 
public health agencies through grants to reduce the incidence of disability and death resulting from vaccine-preventable diseases. 


4 




485 


The March of Dimes is requesting $720 miiiion in FY13 for the Section 317 Nationai Immunization Program. 

CPC Polio Eradication 

Since its creation as an organization dedicated to research and services related to polio, the March of Dimes has been 
committed to the eradication of this disabling disease. The March of Dimes is requesting $126.4 million in FY13 for CDC’s 
Polio Eradication Program, which would allow CDC to continue its immunization activities in the remaining endemic and high- 
risk countries in Africa and Asia and interrupt polio transmission in these regions. 

CLOSING 

The Foundation’s volunteer and staff in every state, the District of Columbia and Puerto Rico look forward to working 
with Members of this Subcommittee to secure the resources needed to improve the health of the nation’s mothers, infants and 
children. 


MARCH OF DIMES; FY 2013 FEDERAL FUNDING PRIORITIES (Dollars in Thousands) 


' 

March of Dimes 
FY 2013 Request 

National Institutes of Health (Total) 

32,060,000 

National Children's Study 


Common Fund 

569,452 ... 

National Institute of Child Health and Development 

1,370,000 

National Human Genome Research Institute 

534,381 

National Institute on Minority Health and Disparities 

292,524 

Centers for Disease Control and Prevention (Total) 

7,800,000 

National Center for Birth Defects and Developmental Disabilities (NCBDDD) 

140,100 

Birth Defects Research and Surveillance 

22,300 : 

Folic Acid Campaign 

2,800 

Immunization and Respiratory Diseases 


Section 317 

720,000 

Polio Eradication 

126,400 

Safe Motherhood 

44,000 

Preterm Birth 

2.000 

National Center for Health Statistics 

162,000 

Health Resources and Services Administration (Total) 

7,000,000 

Maternal and Child Health Block Grant 

640,098 

Heritable Disorders 

10,000 

Universal Newborn Hearing 

18,660 

Community Health Centers 

1,500,000 

Healthy Start 

103,532 

Children's Graduate Medical Education 

317,500 

Agency for Healthcare Research and Quality (Total) 

400,000 


5 




486 


TESTIMONY OF WAYNE J. RILEY, M.D., MBA, FACP 

PRESIDENT 
AND 

CHIEF EXECUTIVE OFFICER 

MEHARRY MEDICAL COLLEGE 
404-615-6310 
wjriley@inmc.edu 


PRESENTED BEFORE THE 

HOUSE APPROPRIATIONS SUBCOMMITTEE ON LABOR, HEALTH AND HUMAN 
SERVICES, EDUCATION AND RELATED AGENCIES 

SUMMARY OF FISCAL YEAR 2013 RECOMMENDATIONS: 


1) FUNDING FOR THE TITLE VII HEALTH PROFESSIONS TRAINING 
PROGRAMS, INCLUDING: 

- S24.602 MILLION FOR THE MINORITY CENTERS OF EXCELLENCE. 

- $22,133 MILLION FOR THE HEALTH CAREERS OPPORTUNITY 
PROGRAM. 

2) PROPORTIONAL FUNDING INCREASE FOR THE NATIONAL INSTITUTES 
OF HEALTH’S NATIONAL INSTITUTE ON MINORITY HEALTH AND 
HEALTH DISPARITIES. 

3) PROPORTIONAL FUNDING INCREASE FOR RESEARCH CENTERS FOR 
MINORITY INSTITUTIONS. 

4) $65 MILLION FOR THE DEPARTMENT OF HEALTH AND HUMAN 
SERVICES’ OFFICE OF MINORITY HEALTH. 

5) $65 MILLION FOR THE DEPARTMENT OF EDUCATION’S STRENGTHENING 
HISTORICALLY BLACK GRADUATE INSTITUTIONS PROGRAM. 
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Mr. Chairman and members of the subcommittee, thank you for the opportunity to present my views 
before you today. I am Dr. Wayne J. Riley, President and CEO of Meharry Medical College in Nashville, 
Tennessee. I have previously served as vice-president and vice dean for health affairs and governmental 
relations and associate professor of medicine at Baylor College of Medicine in Houston, Texas and as 
assistant chief of medicine and a practicing general internist at Houston’s Ben Taub General Hospital. In 
all of these roles, I have seen firsthand the importance of minority health professions institutions and the 
Title VO Health Professions Training programs. 

Mr. Chairman, time and time again, you have encouraged your colleagues and the rest of us to take a look 
at our nation and evaluate our needs over the next ten years. 1 took you seriously and came here prepared 
to offer my best judgments. First, I want to say that it is clear that health disparities among various 
populations and across economic status are rampant and overwhelming. Over the next ten years, we will 
need to be able to deliver more culturally relevant and culturally competent healthcare services. Bringing 
healthcare delivery up to this higher standard can serve as our nation’s own preventive healthcare agenda 
keeping us well positioned for the future. 

Minority health professional institutions and the Title VII Health Professions Training programs address 
this critical national need. Persistent and severe staffing shortages exist in a number of the health 
professions, and chronic shortages exist for all of the health professions in our nation’s most medically 
underserved communities. Our nation’s health professions workforce does not accurately reflect the racial 
composition of our population. For example, Afncan Americans represent approximately 15% of the U.S. 
population while only 2-3% of the nation’s healthcare workforce is African American. 

There is a well established link between health disparities and a lack of access to competent healthcare in 
medically underserved areas. As a result, it is imperative that the federal government continue its 
commitment to minority health profession institutions and minority health professional training programs 
to continue to produce healthcare professionals committed to addressing this unmet need. 

An October 2006 study by the Health Resources and Services Administration (HRSA), entitled “The 
Rationale for Diversity in the Health Professions; A Review of the Evidence” found that minority health 
professionals serve minority and other medically underserved populations at higher rates than non- 
minority professionals. The report also showed that; minority populations tend to receive better care from 
practitioners who represent their own race or ethnicity, and non-English speaking patients experience 
better care, greater comprehension, and greater likelihood of keeping follow-up appointments when they 
see a practitioner who speaks their language. Studies have also demonstrated that when minorities are 
trained in minority health profession institutions, they are significantly more likely to: 1) serve in 
rural and urban medically underserved areas, 2) provide care for minorities and 3) treat low- 
income patients. 

As you are aware. Title VII Health Professions Training programs are focused on improving the quality, 
geographic distribution and diversity of the healthcare workforce in order to continue eliminating 
disparities in our nation’s healthcare system. These programs provide training for students to practice in 
underserved areas, cultivate interactions with faculty role models who serve in underserved areas, and 
provide placement and recruitment services to encourage students to work in these areas. Health 
professionals who spend part of their training providing care for the underserved are up to 10 times more 
likely to practice in underserved areas after graduation or program completion. 

Institutions that cultivate minority health professionals have been particularly hard-hit as a result of the 
cuts to the Title VII Health Profession Training programs in fiscal year 2006 (FY06) and FY07 Funding 
Resolution passed earlier this Congress. Given their historic mission to provide academic opportunities 
for minority and financially disadvantaged students, and healthcare to minority and financially 
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disadvantaged patients, minority health professions institutions operate on narrow margins. The cuts to 
the Title VII Health Professions Training programs amount to a loss of core funding at these institutions 
and have been financially devastating. 

Mr. Chairman, I feel like I can speak authoritatively on this issue because I received my medical degree 
from Morehouse School of Medicine, a historically black medical school in Atlanta. I give credit to my 
career in academia, and my being here today, to Title Vll Health Profession Training programs’ Faculty 
Loan Repayment Program, Without that program, I would not be the president of my father’s alma mater, 
Meharry Medical College, another historically black medical school dedicated to eliminating healthcare 
disparities through education, research and culturally relevant patient care. 

Minority Centers of Excellence: COEs focus on improving student recruitment and performance, 
improving curricula in cultural competence, facilitating research on minority health issues and training 
students to provide health services to minority individuals. COEs were first established in recognition of 
the contribution made by four historically black health professions institutions (the Medical and Dental 
Institutions at Meharry Medical College; The College of Pharmacy at Xavier University; and the School 
of Veterinary Medicine at Tuskegee University) to the training of minorities in the health professions. 
Congress later went on to authorize the establishment of “Hispanic”, “Native American” and “Other” 
Historically black COEs. For FY13, / recommend a funding level of S24.602 million for COEs. 

Health Careers Opportunity Program (HCOP): HCOPs provide grants for minority and non-minority 
health profession institutions to support pipeline, preparatory and recruiting activities that encourage 
minority and economically disadvantaged students to pursue careers in the health professions. Many 
HCOPs partner with colleges, high schools, and even elementary schools in order to identify and nurture 
promising students who demonstrate that they have the talent and potential to become a health 
professional. Over the last three decades, HCOPs have trained approximately 30,000 health professionals 
including 20,000 doctors, 5,000 dentists and 3,000 public health workers. For FY13, 1 recommend a 
funding level of $22. 133 million for HCOPs. 

NATIONAL INSTITUTES OF HEALTH (NIH) 

Research Centers at Minority Institutions: The Research Centers at Minority Institutions 
program (RCMI) is now housed at the National Institute on Minority Health and Health 
Disparities (NIMHD). RCMI has a long and distinguished record of helping our institutions 
develop the research infrastructure necessary to be leaders in the area of health disparities 
research. Although NIH has received unprecedented budget increases in recent years, funding for 
the RCMI program has not increased by the same rate. Therefore, the funding for this 
important program grow at the same rate as NIH overall in FY13. 

National Institute on Minority Health and Health Disparities: The National Institute on 
Minority Health and Health Disparities (NIMHD) is charged with addressing the longstanding 
health status gap between minority and nonminority populations. The NIMHD helps health 
professional institutions to narrow the health status gap by improving research capabilities 
through the continued development of faculty, labs, and other learning resources. The NIMHD 
also supports biomedical research focused on eliminating health disparities and develops a 
comprehensive plan for research on minority health at the NIH. Furthermore, the NIMHD 
provides financial support to health professions institutions that have a history and mission of 
serving minority and medically underserved communities. For FY13, 1 recommend that this 
Institute ’s funding grow proportionally with the funding of the NIH and add additional FTEs. 
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DEPARTMENT OF HEALTH AND HUMAN SERVICES 


Office of Minority Health: Specific programs at OMH include; 

1) Assisting medically underserved communities with the greatest need in solving health 
disparities and attracting and retaining health professionals, 

2) Assisting minority institutions in acquiring real property to expand their campuses and 
increase their capacity to train minorities for medical careers, 

3) Supporting conferences for high school and undergraduate students to interest them in 
health careers, and 

4) Supporting cooperative agreements with minority institutions for the purpose of 
strengthening their capacity to train more minorities in the health professions. 

The OMH has the potential to play a critical role in addressing health disparities. For FY13, / 
recommend a funding level of $65 million for the OMH. 

DEPARTMENT OF EDUCATION 


Strengthening Historically Black Graduate Institutions Program: The Department of 
Edueation’s Strengthening Historically Black Graduate Institutions program (Title III, Part B, 
Section 326) is extremely important to MMC and other minority serving health professions 
institutions. The funding from this program is used to enhance edueational capabilities, establish 
and strengthen program development offices, initiate endowment campaigns, and support 
numerous other institutional development activities. In FYI3, an appropriation of $65 million is 
suggested to continue the vital support that this program provides to historically black 
graduate institutions. 

Mr. Chairman, please allow me to express my appreciation to you and the members of this 
subcommittee. With your continued help and support, Meharry Medical College along with other 
minority health professions institutions and the Title VII Health Professions Training programs 
can help this country to overcome health and healthcare disparities. Congress must be careful not 
to eliminate, paralyze or stifle the institutions and programs that have been proven to work. 
Meharry and other minority health professions schools seek to close the ever widening health 
disparity gap. If this subcommittee will give us the tools, we will continue to work towards the 
goal of eliminating that disparity as we have done for 1 876. 

Thank you, Mr. Chairman, for this opportunity. 
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Chairman Rehberg and Members of the Subcommittee, 1 am grateful for the 

opportunity to provide written testimony. My name is Bonnie Anderson and I 
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suffer from peritoneal mesothelioma. I am testifying on behalf of the 
mesothelioma community composed of patients, physicians, caregivers and 
family members. I would like to take this time to stress the importance of 
increased funding for the National Institutes of Health (NIH), including the 
National Cancer Institute (NCI), and the Centers for Disease Control and 
Prevention (CDC), both of which play a critical role in finding and delivering 
treatments for mesothelioma. 

Mesothelioma is an aggressive cancer known to be caused by exposure to 
asbestos. Doctors say it is among the most painful and fatal of cancers, as it 
invades the chest, abdomen and heart, and crushes the lungs and vital organs. 
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Early in 2001, 1 began to experience severe stomach pain, diarrhea and other general 
symptoms. These were treated as irritable bowel syndrome. Treatment, which included 
anti-spasmodics and pain medication, proved ineffective. I underwent a ridiculous 
amount of tests; blood work, gynecological work-ups, a scope of my bladder, both upper 
and lower GI colonoscopy and endoscopy. After performing the latter, my 
gastroenterologist suggested exploratory surgery, but the surgeon thought it unnecessary. 
A barium enema followed by an X-ray also revealed nothing. Another gastroenterologist 
ordered a CAT scan. 

Finally, in December of 2001 my abdomen filled up with ascites. Again a CAT scan was 
ordered, and my gastroenterologist attempted to remove the fluid. The procedure was so 
painful the specialist had to end it before he was able to withdraw all of the fluid. Tests 
taken from the fluid returned negative for any cancer ceils. But I was still in pain, the 
pressure was horrible and unreal. In February of 2002, 1 was sent to a surgeon for a 
laparoscopy. The surgeon removed 6 liters of fluid and was able to see what he described 
as indoor-outdoor carpet spread all over the lining of the abdomen. Before 1 left the 
operating room, he asked the hospital's pathology department to confirm that he was 
indeed viewing what he suspected; mesothelioma. Pathology confirmed his assessment. 
Though he had been in practice for many years, the surgeon confessed he had never seen 
mesothelioma before-except in a textbook. When I woke up, he told my husband John 
and me the news. 

When we first heard the word ‘mesothelioma,’ we didn’t know what it was. Then the 
doctor explained it in one word; ‘cancer.’ The harsh reality for patients with advanced 
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primary peritoneal cancer is a median survival time of 12.3 months; five-year survivals 
are rare. Peritoneal affects the lining of the abdomen. Patients with pleural 
mesothelioma, which affects the lining of the lungs, comprise 85% of the mesothelioma 
population and face an even more grim survival time of only 9 months. Many never have 
the opportunity to speak for themselves like this. I am here ten years after my diagnosis. 
Fortunately, I am the exception. 

At the time, I was told I had about 6 months to live. With that information, my decision 
was to go into a clinical trial. I participated knowing I could face devastating side effects 
but with the hope I could help doctors learn how to treat mesothelioma and possibly live 
a while longer. I am willing to do anything to save my life and add precious more 
minutes to my time with my family. I went through many agonizing rounds of appeals 
with my insurance company in order to cover my surgeries and experimental treatment, 
but I felt this was the best course of treatment. I knew if I was going to die from 
mesothelioma, I was going to put it to good use in a clinical trial. 

There are brilliant researchers dedicated to mesothelioma. The Food and Drug 
Administration (FDA) has now approved one drug which has some effectiveness, proving 
that the tumor is not invincible. Biomarkers are being identified. Two of the most 
exciting areas in cancer research - gene therapy and biomarker discovery for early 
detection and treatment- look particularly promising in mesothelioma. The 
Mesothelioma Applied Research Foundation has made a significant investment, funding 
a total of $7.6 million to support research in hopes of giving researchers the first seed 
grant they need to get started. We need the continued partnership with the federal 
government to develop the promising findings into effective treatments. 
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There are currently several promising research initiatives that are giving hope to 
mesothelioma patients; 

• A vaccine is being developed that would induce an immune response against WTl , a 
tumor suppressor gene highly expressed in mesothelioma patients. A pilot trial is being 
conducted in patients with mesothelioma to show that it is safe and immunogenic. 

• The National Mesothelioma Virtual Bank has been established due to a grant from the 
Centers on Disease Control and Prevention’s National Institute on Occupational Safety 
and Health. The Virtual Bank allows researchers to access a virtual biospecimen registry 
which supports and facilitates research and collaboration. 

It is efforts like these that give me faith. I am grateful for the federal government’s 
investment in mesothelioma research and I want to see it continued and increased. 

In 2010, the National Cancer Institute funded $8.3 million in mesothelioma research. 

This is a 6% decrease from the 2009 funding level, which had declined 14% from 2008. 
This steady decline in funding terrifies me as a patient anxiously awaiting development 
of new treatments. At this juncture unless researchers have the funds to continue, 
patients like myself will have run out of treatment options and will die from this 
disease. 

I pray that improved treatments are developed — ones that aren’t so severe and work 
better! I hope that future patients don’t have to suffer the trial and error approach to 
being properly diagnosed and treated that I endured. More than anything, I wish there 
was a cure. 

The mesothelioma community asks that the Subcommittee recognize the National 
Institutes of Health (NIH) as a critical national priority by providing at least $32 billion in 
funding in the FY 2013 Labor-HHS-Education Appropriations bill. This funding 
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recommendation represents the minimum investment necessary to avoid further loss of 
promising research and at the same time allows the NIH’s budget to keep pace with 
biomedical inflation. 

1 look to the Labor, Health and Human Services, Education and Related Agencies 
Appropriations Subcommittee to provide continued leadership and hope to the people 
like me who develop this deadly cancer. You have the power to lead this battle against 
meso. Thank you for the opportunity to submit testimony and for funding the National 
Institutes of Health and the National Cancer Institute at the highest possible level so that 
patients receiving this deadly diagnosis of mesothelioma may survive. 
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March 29, 2012 

Testimony of Gary Morgan, PhD, Director Michigan State University Museum 
Michigan State University Museum, East Lansing, Michigan 

To the House Appropriations Subcommittee On Labor, Heaith and Human 
Services, Education, and Related Agencies Subcommittee Members 

Summary: In support of at least $35 million for the Institute of Museum and 
Library Services (IMLS) Office of Museum Services (OMS) 

The following list gives some impression of the impact of IMLS funding on MSU 
Museum programs, in making tangible and intangible heritage more accessible and in 
creating effective learning products that incorporate material heritage. More specifically, 
IMLS has supported projects that: 

• helped stabilize and preserve materials pertaining to our cultural and natural 
heritage 

• helped ensure the safekeeping and availability of cultural objects and scientific 
specimens for current and future learners, and for active research programs 
being pursued by US and international researchers 

• increased the Museum’s ability to serve accurate online information and images 
to teachers, students, and researchers 

• created innovative new online products that facilitated new levels of engagement 
with collections for research and public education 

• supported training of interns 

• provided training workshops for teachers 

• created jobs and employed members of the community 


These examples date from 2004 to the present. 
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Rehousing of collections to museum standards 

• IMLS funding (Conservation Projects Support and Museums for America) 
supported major rehousing of cultural and natural science collections, into 
museum-standard cabinets and containers that protect the objects/specimens 
and allow much easier access for study and teaching, and for incorporating 
objects and specimens into museum exhibits. Without this funding, those 
collections were at risk of ongoing decay and damage, and ever-diminishing use 
as educational and research materials. As well, object documentation has been 
massively expanded, with entry of cultural objects and scientific specimens onto 
national and international databases where they are accessed by researchers 
and interested parties around the world. 

Quilt Index 

• The Quilt Index (quiltindex.org) is a research platform and laboratory built around 
an international digital library of a large and continually expanding collection of 
thematic material culture using digital photographs, texts (oral, video, and 
written), and documents. The Quilt Index aims to provide digital preservation of 
and searchable access to quilts, stories about quilts and their makers, and to 
related quilt history resources, and to serve as a basis for a wide range of 
scientific, humanistic, scholarly, educational, and artistic investigations and 
applications. 

• The Michigan State University Museum and MATRIX. Center for Humane Arts, 
Letters and Social Sciences Online in collaboration with partner The Alliance for 
American Quilts and seven collection contributors, expanded the Quilt Index as 
an innovative national model for distributed online management and presentation 
of thematic collections for museums and libraries. The three main project goals - 
a) to obtain a critical mass of quilt objects and information, b) to lead and serve 
US quilt and quilt information collections in museums, libraries and archives with 
content management and interoperability, and c) to enhance the value. 


2 



497 


usefulness and relevance of the Index’s thematic presentation with targeted 
inclusion of special collections or ephemera - were successfully achieved. This 
grant enabled the Quilt Index to become one of the largest test beds for digital 
humanities and to become one of the most advanced cultural heritage resources 
on-line. 

• The Quilt index: Tools and Ephemera Expansion National Leadership project 
aimed to demonstrate diversification of a digital repository and development of 
new secondary user tools to increase the effectiveness of online museum and 
library resources for research, teaching, and learning. The project was designed 
specifically to enrich the content of the Quilt Index digital repository, introduce 
innovative tools to work with the objects in the repository, train quilt experts and 
educators who will build online exhibits, multimedia presentations, lesson plans, 
and other resources into the public website, and build a rich array of social 
networking features around the Index to enrich and augment its usefulness for 
individuals and groups of users. The project digitized, provided online access and 
preservation for digital objects, newly available secondary resources, and has 
resulted in a steady audience increase, serving an average of more than 11,000 
unique visitors per month throughout 2011 for research, teaching, and artistic 
and personal exploration and inspiration. 

• "Collaborative Planning for Internationalization," funded by IMLS, is allowing the 
Quilt Index to conduct a needs assessment series of virtual workshops and 
surveys, to identify challenges for international expansion. The project will also 
develop a five-year plan for internationalization, a planning and application 
process for international partners, and a white paper on lessons learned for other 
museums and libraries working on international projects. Work in South Africa 
and China has collected data and established international connections 

Carriers of Culture 

• The Michigan State University Museum, Smithsonian Institution Center for 
Folklife and Cultural Heritage, and the National Museum of the American Indian, 
in collaboration with Native American basketmakers' organizations across the 


3 
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country, created "Carriers of Culture: Living Native Basket Traditions" 
(http://carriersofculture.orqA , a multi-year, multi-faceted celebration of the rich, 
living Native basket traditions of North America and Hawaii. Through educational 
and interpretive program presentations at the Smithsonian Folklife Festival on 
the National Mall and at the MSU Museum's Great Lakes Folk Festival, an 
exhibition at the National Museum of the American Indian, development of a 
web-based resource, and in other related activities, this initiative examined the 
ways in which Native baskets - and their makers - are literally and symbolically 
"carriers of culture." 

Each of these outcomes addressed key issues identified by Native artists and 
community members across the country, including: 

* To cultivate a wider appreciation for the work of basketmakers whose work is 
recognized as of outstanding cultural and artistic significance in their respective 
communities or traditions 

* To raise awareness about the inter-relationship of basketry to other tribal 
cultural knowledge associated with ceremonies, language, stories, and other 
practices 

* To strengthen the market value of indigenous handmade art in order to make 
basketmaking a more economically viable occupation or avocation 

* To raise awareness among non-Natives of not only the vital presence of long- 
standing and extraordinary artistic expressions but also of the very presence of 
Native peoples 

* To stimulate increased involvement by Native peoples in the acquisition and 
maintenance of the skills and knowledge associated with basketry 

* To raise public awareness about the critical, yet fragile inter-relationship of 
basketry and natural resources, including issues of access to resources and 
eradication of resources due primarily to human encroachment 

* To energize youth acquisition of indigenous language and cultural knowledge 
via basketmaking study and practice 


4 
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The project also helped the Michigan State University Museum use its resources 
(staff, facilities, collections) to serve in a leadership role to address these issues. 
The project reciprocally expanded the MSU Museum's audiences, served to 
strengthen its reputation as an agent of change and as a museum that works 
collaboratively with communities, strengthened its working relationships with 
existing organizations, and created new working partnerships. These impacts on 
the work of the MSU Museum have already led to new collaborations and 
initiatives locally, nationally, and globally. 

Oral History in a digital age 

• New technologies offer great potential for advancing the practice of oral history. 
However, they also introduce new questions and issues. Michigan State 
University, through the MATRIX Center and the Michigan State University 
Museum, are partnering with the Smithsonian Institution Center for Folklife and 
Cultural Heritage, the Library of Congress' American Folklife Center, the 
American Folklore Society, the Oral History Association, and the Nunn Center at 
the University of Louisville-Kentucky to recommend standards and best practices 
for digital oral history. Seven multidisciplinary working groups recruited from 
experts and practitioners from museums, libraries, and scholarly societies are 
working online, at meetings such as national conferences, and at a symposium at 
the Library of Congress to produce recommendations around core topics 
including intellectual property, transcriptions, digital video, technology, 
scholarship, preservation, and access. Final recommendations from all groups 
will be published in multimedia formats as a guide to conducting digital oral 
history. Already the first Ted-talk like outcome has been posted on a specially- 
created Youtube digital oral history channel, 
see http://www. youtube. com/watch?v=mhOPqBv08V8 


Gary J. Morgan, Director MSU Museum 
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Medical Library Association and Association of Academic Health Sciences Libraries 
Statement on FY 2013 Appropriations for the National Library of Medicine 
Submitted for the record to the 

House Subcommittee on Labor, Health and Human Services, Education & Related Agencies 
Committee on Appropriations 
March 27, 2012 

SUMMARY OF RECOMMENDATIONS FOR FISCAL YEAR 2013 

• Continue the commitment to the National Library of Medicine (NLM) by increasing funding levels to $372.6 
million for Fiscal Year 2013. 

• Continue to support the medical library cortununity’s role in NLM’s outreach, telemedicine, disaster 
preparedness and health information technology initiatives and the implementation of health care reform. 

INTRODUCTION 

The Medical Library Association (MLA) and the Association of Academic Health Sciences Libraries (AAHSL) 
thank the Subcommittee for the opportunity to submit testimony regarding FY 2013 appropriations for the National 
Library of Medicine (NLM), a division of the National Institutes of Health (NIH). Working in partnership with other 
parts of the NIH and other federal agencies, NLM is the key link in the chain that translates biomedical research into 
practice, making the results of research readily available worldwide. 

MLA is a nonprofit, educational organization with approximately 4,000 health sciences information individual and 
institutional members. Founded in 1898, MLA provides lifelong educational opportunities, supports a knowledge 
base of health information research, and works with a network of partners to promote the importance of quality 
information for improved health to the health care community and the public. AAHSL is composed of the directors 
of 126 libraries of accredited U.S. and Canadian medical schools, and 27 associate members. AAHSL’s goals are to 
promote excellence in academic health sciences libraries and to ensure that the next generation of health 
practitioners is trained in information seeking skills that enhance the quality of information delivery. Together, MLA 
and AAHSL address health information issues and legislative matters of importance to both our organizations. 

THE IMPORTANCE OF ANNUAL FUNDING INCREASES FOR NLM 

We are pleased that the President’s FY 2013 budget proposal provides a funding increase NLM which will bolster 
its baseline budget. In today’s challenging budget environment, we recognize the difficult decisions Congress faces 
as it seeks to improve our nation’s fiscal stability. We appreciate and thank the Subcommittee for its long-time 
commitment to strengthening NLM’s budget and encourage you to also consider increasing the NIH budget by 
providing at least $32 million in your FY 2013 L-HHS-Education Appropriations bill. 

MLA and AAHSL believe that increased funding for NLM is essential to maximize the return on the investment in 
research conducted by the NIH and other organizations. By collecting, organizing, and making the results of bio- 
medical information more accessible to other researchers, clinicians, business innovators, and the public, NLM 
enables such information to be used more efficiently and effectively to drive innovation and improve the nation’s 
health. This role has become more important as the volume of biomedical data produced each year expands 
exponentially, driven by the influx of data from high-throughput genome sequencing systems and genome-wide 
association studies. NLM plays a critical role in accelerating nationwide deployment of health information 
technology, including electronic health records (EHRs) by leading the development, maintenance and dissemination 
of key standards for health data interchange that are now required of certified EHRs. NLM also contributes to 
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Congressional priorities related to drug safety through its efiforts to expand its clinical trial registry and results 
database in response to recent legislation requirements, and to the nation’s ability to prepare for and respond to 
disasters. We encourage the Subcommittee to provide meaningfiil annual increases for NLM in the coming years 
and recommend an increase to $372.6 million for Fiscal Year 20 13. Beyond FY 2013, it is critical to continue 
augmenting NLM’s baseline budget to accommodate expansion of its information resources, services, and programs 
which must collect, organize, and make readily accessible rapidly expanding volumes of biomedical knowledge. 

Growing Demand for NLM’s Basic Services 

The National Library of Medicine is the world’s largest biomedical library and the source of trusted health 
information. Every day, medical librarians across the nation assist clinicians, students, researchers, and the public in 
accessing the information they need to save lives and improve health. NLM delivers more than a trillion bytes of 
data to millions of users eveiy day that helps researchers advance scientific discovery and accelerate its translation 
into new therapies; provides health practitioners with information that improves medical care and lowers its costs; 
and gives the public access to resources and tools that promote wellness and disease prevention. Without NLM, our 
nation’s medical libraries would be unable to provide the quality information services that our nation’s health 
professionals, educators, researchers and patients have come to expect. 

NLM’s data repositories and online integrated services such as GenBank, PubMed, and PubMed Central are helping 
to revolutionize medicine and advance science to the next important era which includes individualized medicine 
based on an individual’s unique genetic differences. GenBank, with its international partners, has become the 
definitive source of gene sequence information and organizing, along with NLM’s other genetic databases, the 
volumes of data that are needed to detect associations between genes and disease, and translate that knowledge into 
better diagnosis and treatments. Earlier this year, NLM launched the Genetic Testing Registry (GTR), a new 
resource for quickly finding information about genetic tests and their providers. The registry includes detailed 
information about available tests, the test’s purpose and its limitations; the name and location of the test provider; 
whether it is a clinical or research test; what methods are used; and what is measured. The registry will provide 
valuable information to health care professionals looking for answers related to their patients’ diseases as well as 
researchers seeking to identify gaps in scientific knowledge. 

PubMed, with more than 20 million citations to the biomedical literature, is the world’s most heavily used source of 
information about published results of biomedical research. Approximately 700,000 new citations are added each 
year, and it is searched more than 2.2 million times each day. PubMed Central, NLM’s freely accessible digital 
repository of biomedical journal articles, has become a valuable resource for researchers, clinicians, consumers and 
librarians. On a typical weekday more than 500,000 users download one million full-text articles. 

We commend the Appropriations Committee for its support of the NIH public access policy which requires all NIH- 
fiinded researchers to deposit their final, peer-reviewed manuscripts in NLM’s PubMed Central database within 12 
months of publication. This highly beneficial policy is improving access to timely and relevant scientific 
information, stimulating discovery, informing clinical care, and improving public health literacy. We are pleased 
that other efforts are underway to expand public access policies across federal agencies. The Federal Research 
Public Access Acts, H.R. 4004 and S. 2096, would require agencies with annual extramural research portfolios of 
over $100 million to develop public access policies related to research conducted by employees of that agency. 
Passage of FRPAA would bring the benefits of public access to other research disciplines. Further, because research 
in other disciplines is increasingly relevant to biomedicine, broadening public access policies across agencies will 
support better patient care, biomedical research, education, and health information technology. We support the work 
of the Office of Science and Technology Policy (OSTP) to implement the scholarly publications requirements in 
Section 103 of the American Competes Reauthorization Act which will ensure long-term stewardship and broad 
public access to the peer-reviewed scholarly publications resulting from federally funded scientific research. MLA 
and AAHSL have observed firsthand the significant benefit of providing public access to publications arising from 
NIH funded research, including its positive benefit-cost ratio, return on investment, and efficacy and efficiency to 
fuel new research, discoveries, and therapies, and applaud efforts to further this work in other areas. 

As the world’s largest and most comprehensive medical library, NLM’s traditional print and electronic collections 
continue to steadily increase each year. These collections stand at more than 1 1 .4 million items — books, journals, 
technical reports, manuscripts, microfilms, photographs and images. By selecting, organizing and ensuring 
permanent access to health sciences information in all formats, NLM is ensuring the availability of this information 
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for future generations, making it accessible to all Americans, irrespective of geography or ability to pay, and 
ensuring that citizens can make the best, most informed decisions about their healthcare. 

Clearly, NLM is a national treasure which is making a difference in patients’ lives and health care outcomes. For 
example, an MLA member shared that recently a surgeon came to the library twelve minutes before surgery to find 
an article on the complex procedure he was about to perform. By searching NLM’s PubMed/Medline database, the 
librarian found illustrations that guided the surgeon during surgery enabling him to save the man’s foot. 

ENCOURAGE NLM PARTNERSHIPS WITH THE MEDICAL LIBRARY COMMUNITY 
Outreach and Education 

NLM’s outreach programs are essential to MLA and AAHSL membership and to the profession. These activities are 
designed to educate medical librarians, health professionals and the general public about NLM’s services and to 
train them in the most effective use of these services. NLM has taken a leadership role in promoting educational 
outreach aimed at public libraries, secondary schools, senior centers and other consumer-based settings. 

Furthermore, NLM’s emphasis on outreach to underserved populations assists the effort to reduce health disparities 
among large sections of the American public. One example of NLM’s leadership is the “Partners in Information 
Access” program which is designed to improve the access of local public health officials to information needed to 
prevent, identify and respond to public health threats. With more than 6,300 members in communities across the 
country, the National Network of Libraries of Medicine (NN/LM) is well positioned to ensure that every public 
health worker has electronic health information services that can protect the public’s health. 

NLM is also at the forefront of efforts to provide consumers with trusted, reliable health information. Its 
MedlinePlus system provides consumer-friendly information on more than 900 topics in English and Spanish, and 
has become a top destination for those seeking information on the Internet, attracting more than 750,000 visitors per 
day. Librarians at Louisiana State University’s Health Sciences Center Medical Library in Shreveport provide in- 
person support for patients and the public seeking health information and have also established “healthelinks.org”, a 
website with information on diseases and conditions, medicines, procedures and surgical operations, lab tests, and 
more from NLM’s MedlinePlus system. With help from Congress, NLM, NIH and the Friends of NLM launched 
NIH MedlinePlus Magazine in September 2006. This quarterly publication is distributed in doctors’ waiting rooms 
and provides the public with access to high-quality, easily understood health information. Its readership is now 
estimated at 5 million people nationwide and is poised to grow, thanks to the launch of a Spanish/English version, 
NIH MedlinePlus Salud, in January 2009. NLM also continues to work with medical librarians and health 
professionals to encourage doctors to provide MedlinePlus “information prescriptions” to their patients, directing 
them to relevant information on NLM’s consumer-oriented MedlinePlus information system. This initiative also 
encourages genetics counselors to prescribe the use of NLM’s Genetic Home Reference website. Using NLM’s new 
MedlinePlus Connect utility, a growing number of clinical care organizations are implementing specific links from 
their electronic health record systems to relevant patient education materials in MedlinePlus, enabling them to 
achieve an emerging criterion for achieving meaningful use of health information technology. MedinePlus Connect 
was recently named a winner in the HHS Innovates competition. 

NLM also provides access to information about clinical research for a wide range of diseases. Launched in February 
of 2000, ClinicalTrials.gov contains registration information for some 1 1 7,000 trials. The database is a free and 
invaluable resource for patients and families who are interested in participating in cutting-edge treatments for 
serious illnesses. In recent years, it has become more valuable for patients, clinicians, researchers, and others, 
including librarians, who help patients identify relevant trials and provide clinicians and researchers with access to 
information about specific products such as new drugs under study. In response to the Food and Drug 
Administration Amendments Act of 2007, NLM has expanded ClinicalTrials.gov to accept summary results of 
clinical trials, including adverse events. Such information is not available systematically from other publicly 
accessible resources, and all too often is not published in the scientific literature. The system currently contains 
results for more than 5,000 trials, and the Library receives approximately 50 new results submission each week. 
More than 50,000 users visit the site each day. 

MLA and AAHSL applaud the success of NLM’s outreach initiatives, particularly those initiatives that reach out to 
the medical libraries and health consumers. We ask the Committee to encourage NLM to continue to coordinate its 
outreach activities with the medical library community in FY 2013. 
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Emergency Preparedness and Response 

NLM has a long history of programs and resources that support disaster preparedness and response activities. 
Building on its experiences in responding to Hurricane Katrina, NLM established a Disaster Information 
Management Research Center to collect and organize disaster-related health information, ensure effective use of 
libraries and librarians in disaster planning and response, and develop information services to assist responders. The 
Library responds to specific disasters worldwide with specialized information resources appropriate to the need, 
including information on bioterrorism, chemical emergencies, fires and wildfires, earthquakes, tornadoes, and 
pandemic disease outbreaks. Recently, the Library launched a Disaster Information Apps and Mobile Web sites page 
designed to provide mobile device users access to Web-based content. MLA and NLM continue to develop the 
Disaster Information Specialization (DIS) program aimed at building the capacity of librarians and other interested 
professionals to provide disaster-related health information outreach. Currently MLA is developing 5 courses on 
topics assigned by NLM and based on the NLM Disaster Information Curriculum and will include basic and 
advanced topics in Disaster Health Information. 

Working with libraries and U.S. publishers, NLM has established an Emergency Access Initiative that makes 
available free fiill-text articles from hundreds of biomedical journals and reference books for use by medical teams 
responding to disasters. This initiative has been activated multiple times in the last 2 years to assist relief efforts in 
Japan, Pakistan, and Haiti. It organized and made available health information resources relevant to the Gulf Oil 
spill. MLA and AAHSL see a clear role for NLM and the nation’s health sciences libraries in disaster preparedness 
and response activities, and we ask the Subcommittee to support NLM’s role in this initiative which has a major 
objective of ensuring continuous access to health information and effective use of libraries and librarians when 
disasters occur. 

Health Information Technology and Bioinformatics 

NLM has played a pivotal role in creating and nurturing the field of medical informatics which is the intersection of 
information science, computer science and healthcare. Health informatics tools include computers, clinical 
guidelines, formal medical terminologies, and information and communication systems. For nearly 35 years, NLM 
has supported informatics research, training and the application of advanced computing and informatics to 
biomedical research and healthcare delivery including a variety of telemedicine projects. Many of today's 
informatics leaders are graduates ofNLM-funded informatics research programs at universities across the country. 
Many of the countiy’s exemplary electronic and personal health record systems benefit from NLM grant support. 

The importance of NLM’s work in health information technology continues to grow as the nation moves toward 
more inter-operable health information technology systems. A leader in supporting, licensing, developing and 
disseminating standard clinical terminologies for free nationwide use (e.g., SNOWMED), NLM works closely with 
the Office of the National Coordinator for Health Information Technology (ONCHIT) to promote the adoption of 
inter-operable electronic records. It has developed tools to make it easier for EHR developers and users to 
implement accepted health data standards in their systems. 

MLA and AAHSL encourage the Subcommittee to continue their strong support for NLM’s medical informatics and 
genomic science initiatives, at a point when the linking of clinical and genetic data holds increasing promise for 
enhancing the diagnosis and treatment of disease. MLA and AAHSL also support health information technology 
initiatives in ONCHIT that build upon initiatives housed at NLM. 

Building and Facility Needs 

The tremendous growth in NLM’s basic functions related to the acquisition, organization and preservation of its 
ever-expanding collection of biomedical literature, combined with its growing contributions to health care reform, 
health information technology, drug safety, and exploitation of genomic information is straining the Library’s 
physical resources. During times of economic hardship, NLM’s role becomes increasingly important and it often 
serves as an archive of last resort for medical libraries looking for ways to cut back and trim their own collections. 
Digital archiving-once thought to be a solution to the problem of housing physical collections-has only added to the 
challenge, as materials must often be stored in multiple formats as new digital resources consume increasing 
amounts of data center storage space. As a result, the space needed for computing facilities has also grown, and a 
new facility is urgently needed. This need has been recognized by the Subcommittee in Senate Report 108-345 that 
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accompanied the FY 2005 appropriations bill. However, the economic challenges of the last several years have 
hampered movement on this project. 

While Congress continues to face tremendous funding challenges in FY 20 1 3, MLA and AAHSL encourage the 
Subcommittee to acknowledge the need for construction of the new building to take place when the federal budget 
stabilizes so that information-handling capabilities and biomedical research are not jeopardized. At a time when 
medical and health science libraries across the nation fece growing financial and space constraints, ensuring that 
NLM continues to serve as the archive of last resort for biomedical collections is critical to the medical library 
community and the public we serve. 

Thank you again for the opportunity to present the views of the medical library community. 
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WRITTEN TESTIMONY OF JOHN E.MAUPIN, D.D.S., MBA 
PRESIDENT 

MOREHOUSE SCHOOL OF MEDICINE 
JMAUPIN@MSM.edu 
404-752-1895 

PRESENTED TO THE 

HOUSE APPROPRIATIONS SUBCOMMITTEE ON LABOR, HEALTH AND HUMAN 
SERVICES, EDUCATION AND RELATED AGENCIES 

SUMMARY OF FISCAL YEAR 2013 RECOMMENDATIONS: 


1) FUNDING FOR THE TITLE VII HEALTH PROFESSIONS TRAINING PROGRAMS, 
INCLUDING: 

- $24,602 MILLION FOR THE MINORITY CENTERS OF EXCELLENCE. 

- $22. 133 MILLION FOR THE HEALTH CAREERS OPPORTUNITY 
PROGRAM. 

2) FUNDING FOR THE NATIONAL INSTITUTES OF HEALTH’S NATIONAL 
INSTITUTE ON MINORITY HEALTH AND HEALTH DISPARITIES. 

3) PROPORTIONAL INCREASE FOR NATIONAL CENTER ON RESEARCH 
RESOURCES’ RESEARCH CENTERS FOR MINORITY INSTITUTIONS. 

4) $65 MILLION FOR THE DEPARTMENT OF HEALTH AND HUMAN SERVICES’ 
OFFICE OF MINORITY HEALTH. 


5) $65 MILLION FOR THE DEPARTMENT OF EDUCATION’S STRENGTHENING 
HISTORICALLY BLACK GRADUATE INSTITUTIONS PROGRAM. 
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Mr. Chairman and members of the subcommittee, thank you for the opportunity to present my 
views before you today. I am Dr. John E. Maupin, President of Morehouse School of Medicine 
(MSM) in Atlanta, Georgia. I have previously served as President of Meharry Medical College, 
executive vice-president at Morehouse School of Medicine, director of a community health 
center in Atlanta, and deputy director of health in Baltimore, Maryland. In all of these roles, I 
have seen firsthand the importance of minority health professions institutions and the Title VII 
Health Professions Training programs. 

I want to say that minority health professional institutions and the Title VII Health Professionals 
Training programs address a critical national need. Persistent and sever staffing shortages exist 
in a number of the health professions, and chronic shortages exist for all of the health professions 
in our nation’s most medically underserved communities. Furthermore, our nation’s health 
professions workforce does not accurately reflect the racial composition of our population. For 
example while blacks represent approximately 15% of the U.S. population, only 2-3% of the 
nation’s health professions workforce is black. MSM is a private school with a very public 
mission of educating students from traditionally underserved communities so that they will care 
for the underserved. Mr. Chairman, I would like to share with you how your committee can help 
us continue our efforts to help provide quality health professionals and close our nation’s health 
disparity gap. 

There is a well established link between health disparities and a lack of access to competent 
healthcare in medically underserved areas. As a result, it is imperative that the federal 
government continue its commitment to minority health profession institutions and minority 
health professional training programs to continue to produce healthcare professionals committed 
to addressing this unmet need. 

An October 2006 study by the Health Resources and Services Administration (HRSA), entitled 
“The Rationale for Diversity in the Health Professions: A Review of the Evidence” found that 
minority health professionals serve minority and other medically underserved populations at 
higher rates than non-minority professionals. The report also showed that; minority populations 
tend to receive better care from practitioners who represent their own race or ethnicity, and non- 
English speaking patients experience better care, greater comprehension, and greater likelihood 
of keeping follow-up appointments when they see a practitioner who speaks their language. 
Studies have also demonstrated that when minorities are trained in minority health 
profession institutions, they are significantly more likely to; 1) serve in rural and urban 
medically underserved areas, 2) provide care for minorities and 3) treat low-income 
patients. 

As you are aware. Title VII Health Professions Training programs are focused on improving the 
quality, geographic distribution and diversity of the healthcare workforce in order to continue 
eliminating disparities in our nation’s healthcare system. These programs provide training for 
students to practice in underserved areas, cultivate interactions with faculty role models who 
serve in underserved areas, and provide placement and recruitment services to encourage 
students to work in these areas. Health professionals who spend part of their training providing 
care for the underserved are up to 10 times more likely to practice in underserved areas after 
graduation or program completion. 
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Given the historic mission, of institutions like MSM, to provide academic opportunities for 
minority and financially disadvantaged students, and healthcare to minority and financially 
disadvantaged patients, minority health professions institutions operate on narrow margins. The 
slow reinvestment in the Title VII Health Professions Training programs amounts to a loss of 
core funding at these institutions and have been financially devastating. 

Mr. Chairman, I feel like I can speak authoritatively on this issue because I received my dental 
degree from Meharry Medical College, a historically black medical and dental school in 
Nashville, Tennessee. I have seen first hand what Title VII funds have done to minority serving 
institutions like Morehouse and Meharry. I compare my days as a student to my days as 
president, without that Title VII, our institutions would not be here today. However, Mr. 
Chairman, since those funds have been slowly replenished, we are standing at a cross roads. 

This committee has the power to decide if our institutions will go forward and thrive, or if we 
will continue to try to just survive. We want to work with you to eliminate health disparities and 
produce world class professionals, but we need your assistance. 

Minority Centers of Excellence: COEs focus on improving student recruitment and 
performance, improving curricula in cultural competence, facilitating research on minority health 
issues and training students to provide health services to minority individuals. COEs were first 
established in recognition of the contribution made by four historically black health professions 
institutions (the Medical and Dental Institutions at Meharry Medical College; The College of 
Pharmacy at Xavier University; and the School of Veterinary Medicine at Tuskegee University) 
to the training of minorities in the health professions. Congress later went on to authorize the 
establishment of “Hispanic”, “Native American” and “Other” Historically black COEs. For 
FY13, / recommend a funding level of $24,602 million for COEs. 

Health Careers Opportunity Program (HCOP): HCOPs provide grants for minority and non- 
minority health profession institutions to support pipeline, preparatory and recruiting activities 
that encourage minority and economically disadvantaged students to pursue careers in the health 
professions. Many HCOPs partner with colleges, high schools, and even elementary schools in 
order to identify and nurture promising students who demonstrate that they have the talent and 
potential to become a health professional. Over the last three decades, HCOPs have trained 
approximately 30,000 health professionals including 20,000 doctors, 5,000 dentists and 3,000 
public health workers. For FYI23 / recommend a funding level of $22,133 million for HCOPs. 

NATIONAL INSTITUTES OF HEALTH fNIH) 

National Institute on Minority Health and Health Disparities: The National Institute on 
Minority Health and Health Disparities (NIMHD) is charged with addressing the longstanding 
health status gap between minority and nonminority populations. The NIMHD helps health 
professional institutions to narrow the health status gap by improving research capabilities 
through the continued development of faculty, labs, and other learning resources. The NIMHD 
also supports biomedical research focused on eliminating health disparities and develops a 
comprehensive plan for research on minority health at the NIH. Furthermore, the NIMHD 
provides financial support to health professions institutions that have a history and mission of 
serving minority and medically underserved communities through the Minority Centers of 
Excellence program. For FY13, 1 recommend a funding increase proportional to any increase 
given to the NIH and additional FTE positions. 
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Research Centers at Minority Institutions: The Research Centers at Minority Institutions 
program (RCMI), newly moved to NIMHD, has a long and distinguished record of helping our 
institutions develop the research infrastructure necessary to be leaders in the area of health 
disparities research. Although NIH has received unprecedented budget increases in recent years, 
funding for the RCMI program has not increased by the same rate. Therefore, the funding for 
this important program grow at the same rate as NIH overall in FY13. 

DEPARTMENT OF HEALTH AND HUMAN SERVICES 


Office of Minority Health: Specific programs at OMH include: 1) Assisting medically 
underserved communities with the greatest need in solving health disparities and attracting and 
retaining health professionals; 2) Assisting minority institutions in acquiring real property to 
expand their campuses and increase their capacity to train minorities for medical careers; 3) 
Supporting conferences for high school and undergraduate students to interest them in health 
careers, and 4) Supporting cooperative agreements with minority institutions for the purpose of 
strengthening their capacity to train more minorities in the health professions. The OMH has the 
potential to play a critical role in addressing health disparities, and with the proper funding this 
role can be enhanced. For FY13, 1 recommend a funding level of $63 million for the OMH. 

DEPARTMENT OF EDUCATION 


Strengthening Historically Black Graduate Institutions: The Department of Education’s 
Strengthening Historically Black Graduate Institutions program (Title III, Part B, Section 326) is 
extremely important to MSM and other minority serving health professions institutions. The 
funding from this program is used to enhance educational capabilities, establish and strengthen 
program development offices, initiate endowment campaigns, and support numerous other 
institutional development activities. In FY13, an appropriation of $65 million is suggested to 
continue the vital support that this program provides to historically black graduate 
institutions. 

Mr. Chairman, please allow me to express my appreciation to you and the members of this 
subcommittee. With your continued help and support, Morehouse School of Medicine along with 
other minority health professions institutions and the Title VII Health Professions Training 
programs can help this country to overcome health and healthcare disparities. Congress must be 
careful not to eliminate, paralyze or stifle the institutions and programs that have been proven to 
work. MSM and other minority health professions schools seek to close the ever widening health 
disparity gap. If this subcommittee will give us the tools, we will continue to work towards the 
goal of eliminating that disparity as we have since our founding day. 

Thank you, Mr. Chairman, and I welcome every opportunity to answer questions for your 
records. 
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March 28, 2012 

Testimony of: 

Jill Koski, Vice President of Development 
The Morton Arboretum 
4100 Route 53 
Lisle, IL 60532 

To; The House Appropriations Subcommittee On Labor, Health and Human Services, 
Education, and Related Agencies Subcommittee Members 

Attention; Representative Jesse L. Jackson, Jr. 

Summary: 

The Morton Arboretum would like to encourage support of at least $35 million for the Institute of 
Museum and Library Services (IMLS) Office of Museum Services (OMS), IMLS funds are an 
integral part of our efforts to create greener, healthier, and more beautiful communities. 

Trees are critical to sustaining life on earth, offering immeasurable benefits. They lower energy 
costs, control storm water runoff and erosion, and provide medicine, food, and timber. Trees 
create greener, healthier, and more livable communities. Arboreta and public gardens are 
critical players in the effort to raise awareness about the important role trees play in our 
communities. As a world renowned leader in tree science and natural history education The 
Morton Arboretum welcomes more than 830,000 annual visitors to our 1 ,700-acre living 
museum, and more than 3 million virtual visitors access our website. Our plant collections, 
herbarium, and library represent one of the world’s most expansive anthologies of horticultural 
knowledge, providing a critical link to past, present, and future efforts to plant and protect trees. 

IMLS funding supports our efforts to create integrated digital databases for sharing knowledge 
and information, the maintenance and preservation our collections, and the development of 
exhibitions to raise awareness of the import role trees play in our everyday lives. 
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March 20, 2012 

The Honorable Denny Rehberg 
Chairman 

House Appropriations Subcommittee on Labor, 

Health and Human Services, Education and Related Agencies 
H-307 The Capitol 
Washington, DC 20515 

The Honorable Rosa DeLauro 
Ranking Member 

House Appropriations Subcommittee on Labor, 

Health and Human Services, Education and Related Agencies 
1016 Longworth House Office Building 
Washington, DC 20515 

Dear Chairman Rehberg and Ranking Member DeLauro: 

Thank you for the opportunity to submit this written testimony with regard to the FY 2013 
Labor-HHS-Education appropriations bill. My testimony is on behalf of the Brain Injury 
Association of America (BIAA), our national network of state affiliates, and hundreds of local 
chapters and support groups from across the country. 

In the civilian population alone every year, more than 1.7 million people sustain brain injuries 
from falls, car crashes, assaults and contact sports. Males are more likely than females to sustain 
brain injuries. Children, teens and seniors are at greatest risk. 

Recently, we are seeing an increasing number of service members returning from the conflicts in 
Iraq and Afghanistan with TBl, which has been termed one of the signature injuries of the War. 

1 
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Many of these returning service members are undiagnosed or misdiagnosed and subsequently 
they and their families will look to community and local resources for Information to better 
understand TBI and to obtain vital support services to facilitate successful reintegration into the 
community. 

For the past 13 years Congress has provided minimal funding through the HRSA Federal TBI 
Program to assist States in developing services and systems to help individuals with a range of 
service and family support needs following their loved one’s brain injury. Similarly, the grants 
to state Protection and Advocacy Systems to assist individuals with traumatic brain injuries in 
accessing services through education, legal and advocacy remedies are woefully underfunded. 
Rehabilitation, community support and long-term care systems are still developing in many 
States, while stretched to capacity in others. Additional numbers of individuals with TBI as the 
result of war-related injuries only adds more stress to these inadequately funded systems. 

BIAA respectfully urges you to provide States with the resources they need to address both the 
civilian and military populations who look to them for much needed support in order to live and 
work in their communities. 

With broader regard to all of the programs authorized through the TBI Act, BIAA specifically 
requests: 

• SIO million (+ $4 million) for the Centers for Disease Control and Prevention TBI 
Registries and Surveillance, Brain Injury Aeute Care Guidelines, Prevention and National 
Public Education/Awareness 

• $8 million (+ $1 million) for the Health Resources and Services Administration (HRSA) 
Federal TBI State Grant Program 

• S4 million (+ $1 million) for the HRSA Federal TBI Protection & Advocacy (P&A) 
Systems Grant Program 


CDC - National Injury Center - The Centers for Disease Control and Prevention’s National 
Injury Center is responsible for assessing the incidence and prevalence of TBI in the United 
States. The CDC estimates that 1.7 million TBIs occur each year and 3.4 million Americans live 
with a life-long disability as a result of TBI. In addition, the TBI Act as amended in 2008 
requires the CDC to coordinate with the Departments of Defense and Veterans Affairs to include 
the number of TBIs occurring in the military. This coordination will likely increase CDC’s 
estimate of the number of Americans sustaining TBI and living with the consequences. 

CDC also funds states for TBI registries, creates and disseminates public and professional 
educational materials, for families, caregivers and medical personnel, and has recently 
collaborated with the National Football League and National Hockey League to improve 
awareness of the incidence of concussion in sports. CDC plays a leading role in helping 
standardize evidence based guidelines for the management of TBI and $I million of this request 
would go to fund CDC’s work in this area. 
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HRSA TBI State Grant Program - The TBI Act authorizes the HHS, Health Resources and 
Service Administration (HRSA) to award grants to (1) states, American Indian Consortia and 
territories to improve access to service delivery and to (2) state Protection and Advocacy (P&A) 
Systems to expand advocacy services to include individuals with traumatic brain injury. For the 
past thirteen years the HRSA Federal TBI State Grant Program has supported state efforts to 
address the needs of persons with brain injury and their families and to expand and improve 
services to underserved and unserved populations including children and youth; veterans and 
returning troops; and individuals with co-occurring conditions 

In FY 2009, HRSA reduced the number of state grant awards to 15, in order to increase each 
monetary award from $1 18,000 to $250,000. This means that many states that had participated 
in the program in past years have now been forced to close down their operations, leaving many 
unable to access brain injury care. 

Increasing the program to $8 million will provide funding necessary to sustain the grants for the 
2 1 states currently receiving funding along with the three additional states added this year and to 
ensure funding for four additional states. Steady increases over five years for this program will 
provide for each state including the District of Columbia and the American Indian Consortium 
and territories to sustain and expand state service delivery; and to expand the use of the grant 
funds to pay for such services as Information & Referral (I&R), systems coordination and other 
necessary services and supports identified by the state. 

HRSA TBI P&A Program - Similarly, the HRSA TBI P&A Program currently provides 
funding to all state P&A systems for purposes of protecting the legal and human rights of 
individuals with TBI. State P&As provide a wide range of activities including training in self- 
advocacy, outreach, information & referral and legal assistance to people residing in nursing 
homes, to returning military seeking veterans benefits, and students who need educational 
services. 

Effective Protection and Advocacy services for people with traumatic brain injury is needed to 
help reduce government expenditures and increase productivity, independence and community 
integration. However, advocates must possess specialized skills, and their work is often time- 
intensive. A $4 million appropriation would ensure that each P&A can move towards providing 
a significant PATBI program with appropriate staff time and expertise. 

NIDRR TBI Model Systems of Care - Funding for the TBI Model Systems in the Department 
of Education is urgently needed to ensure that the nation’s valuable TBI research capacity is not 
diminished, and to maintain and build upon the 16 TBI Model Systems research centers around 
the country. 

The TBI Model Systems of Care program represents an already existing vital national network of 
expertise and research in the field of TBI, and weakening this program would have resounding 
effects on both military and civilian populations. The TBI Model Systems are the only source of 
non-proprietary longitudinal data on what happens to people with brain injury. They are a key 
source of evidence-based medicine, and serve as a “proving ground” for future researchers. 
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In order to make this program more comprehensive. Congress should provide $11 million (+ 

$1.5 million) in FY 2013 for NIDRR’s TBI Model Systems of Care program, in order to add one 
new Collaborative Research Project. In addition, given the national importance of this research 
program, the TBI Model Systems of Care should receive “line-item” status within the broader 
NIDRR budget. 

We ask that you consider favorably these requests for the CDC, the HRSA Federal TBI Program, 
and the NIDRR TBI Model Systems Program to further data collection, increase public 
awareness, improve medical care, assist states in coordinating services, protect the rights of 
persons with TBI, and bolster vital research. 


Sincerely, 

Susan H. Connors, President/CEO 
Brain Injury Association of America 
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March 28, 2012 

Testimony of Liane C. McDonough, volunteer docent & Advocacy Chair for the 
Museum Associates Board 
Museum of History and Art, Ontario 
Ontario, California 

To the House Appropriations Subcommittee On Labor, Health and Human Services, 
Education, and Related Agencies Subcommittee Members 

Summary: In support of at least $35 million for the Institute of Museum and Library 
Services (IMLS) Office of Museum Services (OMS) 

Without a doubt, one of the most frequent comments I hear from adult visitors to 
the museum is, "Wow, this place is great; why didn’t I ever know about this place?" 

I myself said something to that effect upon my first visit to the Museum. At the time 
I was a classroom teacher of English and history to junior high students in a low- 
performing school. We were there to see the traveling Smithsonian-sponsored 
exhibit of memorable National Geographic covers. That was in 2007 and I’ve been 
part of the museum ever since. The place captivates the visitor with: its WPA 
project building design and craftsmanship, its quality exhibit presentation and 
displays, its caliber of dedicated people there. In my five years working at the 
Museum, I have seen how important the institution is to the City of Ontario and 
outlying communities. 

The IMLS grants the museum received in 2003 - 2010 have served to create a 
hospitable atmosphere that: enlightens hundreds of school children each year, 
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brings various ethnic groups together to share their culture, and features academics 
who highlight works of research for enthusiastic audiences related to the current 
new exhibits. Other exhibit-related events encompass the performing arts 
spectrum; museum-goers enjoy the music, dance and poetry of diverse artists: 
Cahuilla "birdsingers,” jazz pianists. Native American storytellers, Indian poets and 
dancers. 

It was my pleasure to conduct tours for elementary and high school students last 
year for the SITES exhibit, "Bittersweet Harvest." This display was the first I had 
experience with being at once historical and also a current hot-topic issue. Visitors 
were welcome to make comments in a log book stationed in the gallery were 
amazing to read: writers affirmed and challenged what they saw and experienced 
there. During the tours patrons were proud to talk about their "Bracero" 
grandfathers and as we viewed and discussed photographs, others not part of the 
tour, came up with questions about the oral history project and process, hoping they 
could become involved with their "story." Still more dialog about this labor program 
and time period appeared at the presentation of a university professor discussing 
his work from a recent book. The chairs were filled with old and young, male and 
female, white and brown. Questions for the author were as diverse as the audience 
that spilled out into the hallway. The point I would like to make here is that this 
level of an engaging response only happens where there is a top-flight exhibit that is 
displayed in a place where professionalism, passion and commitment are present. 
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It’s important that these types of exhibits can continue at our museum; and, the 
IMLS grants are necessary to augment other funding sources to continue the all- 
important mission of a museum as caretakers of knowledge, learning and 
inspiration in our democratic society. 
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Date; March 29*'’, ^12 

Testimony of: Laurie Angela Cumbo, Founder & Executive Director 

Name of Institution: Museum of Contemporary African Diasporan Arts (MoCADA) 

Brooklyn, New York 

To the House Appropriations Subcommittee: On Labor, Health and Human Services, Education, and 
Related Agencies Subcommittee Members 

Summary: In support of at least $35 million for the Institute of Museum and Library Services (IMLS) 

Office of Museum Services (OMS) 

Statement describing how IMLS-OMS funds have helped your museum better serve its community. 

Support from the Institute of Museum and Library Services has provided invaluable support for MoCADA 
and the community that it serves in Brooklyn, New York through its esteemed MoCADA Emerging 
Curatorial Fellowship Program. 

The Museum of Contemporary African Diasporan Arts (MoCADA) is the only art museum in New York City 
dedicated “to utilizing the visual arts as a medium to address, discuss and debate contemporary social, poUtical 
and economic issues that dispropordonately affect the people of the African Diaspora.” One of the major 
economic issues consistendy facing African Diaspora populations in the US is employment. In the non-profit 
sector, the hiring, training and retaining of staff of color is one of the biggest HR challenges according to a 2009 
Trends Surt^ey issued by Nonprofit HR Solutions. 


MoCADA is addressing the challenge of hiring, retaining and training staff of color through the creation of the 
Emerging Curator Eelbwship Program. The program provides the necessary detailed and practical hands-on training 
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in conceptualizing, researching, organizing and executing an art exhibition by recent graduates focused on 
Curatorial Studies and Art Histoty. MoCADA wants to focus on curators as it is one of the most sought after 
positions within museums and galleries, yet is the most difficult to obtain because there is no established 
training. According to the article “A New Spin: DJs, rappers Sc blowers’ curators?” in the Jan/Feb 2010 edition 
of Museum, anyone can cal! themselves a Curator because it sounds cool. However, the position in reputable 
museums and galleries is extremely stressful, time-consuming and requires years of academic training and 
professional experience. Moreover, it is a professional position that can ultimately lead to a Directorship. 

Curator positions are overwhelmingly racially un-diverse. Statistical data to support this statement is extremely 
hard to find, however, one of the few states that does collect racial data in museums is California. In 2008 the 
California Association of Museums released a report on financial and salary information of its membership. The 
report stated that while 58.6% of senior staff was women, only 4.9% of senior staff was African 
American and only 6.5% were Latino/Hispanic.' For all other staff, African Americans comprised only 
3.4%, and Latinos /Hispanics comprised 13.7%. These differences in Latinos and African Americans 
correspond with high percentage of Latinos (37%) bving in California. However, the critical factor is the lack of 
senior level staff of color in states where the general non-white population is significantly high. 

The report also stated that the most common form of recruitment in museums was “word of mouth within 
museum community” (47%), with “internet job search sites” the second most common (33.1%). This 
information demonstrates the need to have diverse staff throughout all levels so senior staff can promote 
junior-level and intems/fellows can learn about openings in the entry-level. It also demonstrates that students 
and recent graduates of color need professional training and networking opportunities so their resumes will be 
considered and remembered when opportunities arise. 

' The report also stated that 'A of the museums did not answer questions on race in their institution, so the numbers 

may be slightly higher or lower. 
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While there is currently no such information for museums in the mid-Atlantic region or New York State, one 
can imagine a similar situation because of the academic and professional requirements necessary to obtain a 
senior level position. As New York State is composed of an African American population of 17.3% (the largest 
in the nation), it is critical for students and young professionals to see people of color in executive roles in 
museums and non-profit cultural institutions. 

Not only has MoCADA’s Fellowship Program contributed gready to the field by producing well trained 
Museum professionals of color, these individuals have also assisted the Museum’s growth by assisting with the 
programs, exhibitions and events. In 2006, MoCADA relocated to the ground floor of James E. Davis 80 Arts 
Building within the BAM Cultural District in a space designed by the architectural firm of studiosumo. The 
larger space gives MoCADA an opportunity to expand its audiences and its programming, which includes the 
Exhibition and Curatorial Program, TEe Curatorial Fellowship and Internship Program, the Educational Artist- 
In-Schools and Guided Tours Program, the KIDflix Film Fest of Bed-Stuy, MoCADA Television, and the Soul 
of Brooklyn Tourism Initiative. MoCADA is currendy working with Rodney I.eon Architects PIXC to plan for 
the fiiture home of MoCADA. 

MoCADA serves over 30,000 people each year and it is the goal of the Museum to reach underserved audiences 
who would not feel comfortable or welcomed at mainstream institutions. T he art and culture of people of 
African descent have been marginalized throughout American history and it is important for the Federal 
government to sustain and continue programs such as IMLS that give communities in need important cultural 
opportunities that will lead to vibrant, sustainable and healthy communities. 
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March 26. 2012 

Testimony of Isissa Komada-John, Curatorial Fellow 
Museum of Contemporary African Diasporan Arts (MoCADA) 

Brooklyn, NY 

To the House Appropriations Subcommittee On Labor, Health and Human Services, Education, 
and Related Agencies Subcommittee Members 

Summary; In support of at least $35 million for the Institute of Museum and Library Services 
(IMLS) Office of Museum Services (OMS) 

Funding from IMLS has been vital for the growth of Fort Greene landmark, the Museum of 
Contemporary African Diasporan Arts (MoCADA) and for hundreds of young Brooklyn-based 
artists and curators, like myself. Through generous and continued support from IMLS, MoCADA 
has been able to offer countless programs, exhibitions, and professional development 
opportunities for the last thirteen years that cannot be found anywhere else. Specifically, the 
museum Is home to the Borough’s only Curatorial Fellowship program for emerging curators of 
African descent. As a 2010-201 1 Curatorial Fellow, this program has been directly instrumental 
in my own professional and artistic development, and has supplemented the museum’s wider 
ability to bring resources and opportunities to the community through the arts. 

With support from IMLS, last year’s Curatorial Fellows were able to produce nearly 10 
exhibitions and curatorial projects, including a film festival in honor of Black History Month and 
shows for emerging Brooklyn visual artists. Together, programming that came out of the 
Curatorial Fellowship, generously sponsored by IMLS, reached over 7,000 community 
members, and jump-started the promising careers of over 20 artists. 
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MoCADA is a community staple in Brooklyn, and residents and visitors alike have come to 
expect world-class artistic programming, educational tools, and a plethora of opportunities from 
the institution. Without IMLS, it would be impossible for MoCADA to reach the over 20,000 
annual visitors that the museum welcomes through its doors and at off-site programming 
each year. In trying economic times, the arts create jobs (such as the Curatorial Fellowship), 
help us creatively solve problems, and bring the community together. Please continue to 
recognize the importance of IMLS and the many organizations that rely on their funding to 
increase access to the arts in our community. 
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March 28, 2012 


Testimony of Theresa Hanley, Museum Director 
Museum of History and Art, Ontario 
City of Ontario 
Ontario, California 

To the House Appropriations Subcommittee on Labor, Health and Human Services, Education, and 
Related Agencies Subcommittee Members 

Summary: In support of at least $35 million for the Institute of Museum and Library Services (IMLS) 
Office of Museum Services (OMS) 


Thank you for the opportunity to present written testimony supporting the funding of the Office of 
Museum Services within the Institute of Museum and Library Services. I have served as Museum 
Director for the City of Ontario since August 1990 being chiefly responsible for operating the Museum of 
History and Art, Ontario. During these years, we have been awarded over $200,000 in grant funding 
from the Institute of Museum and Library Services. These grants have been instrumental in our work to 
develop professional operations and provide quality services to the people of Ontario and inland 
Southern California despite our small size and modest budget (only three full-time employees and 
annual budget of less than $500,000). 

The Museum first received non-competitive IMLS grants to participate in the Museum Assessment 
Program, the Conservation Assessment Program and the Museum Assessment for Collections Program. 
These grants resulted in visits from peers, conservators and other museum professionals which helped 
our staff and volunteers envision a future as a professionally-operated museum. As we worked toward 
this future, we applied for IMLS funding several times in the 1990s but were unsuccessful. Although our 
review scores kept improving - funding always ran out before our proposals could be funded. In 2003, 
we were finally successful receiving $49,587 from the "Learning Opportunities Program" to plan, launch 
and operate the first year of a Docent program. This turned out to be a real milestone for us. Our 
Docent Program is in its ninth year and will begin training its s"" class of Docents in January 2013. Thanks 
to this program we have been able to increase the number of local school children benefiting by field- 
trips to the museum and in-class outreach programs by over 60%. In 2007, we received $90,780 from 
the "Museums for America" program for a project to improve the intellectual access to our collections 
of historical objects and artifacts including inventory, cataloging and entry into an electronic database. 
This enhanced intellectual control will further enable us to care for the collection, use it in our own 
programs and make it available to researchers. In 2009, we received $3,000 from the "American 
Heritage Preservation" program to clean and conserve a military banner used by Ontario's National 
Guard unit when serving in the Korean War, And, in 2010, we received $102,598 from "Museums for 
America" to improve the way we develop interpretive exhibitions on local history and culture. All of 
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these grant awards have been for important, institutional development projects that have enabled our 
small staff and dedicated volunteers to raise our operations and public service to new levels. They have 
been instrumental in transforming a relatively young organization (founded in 1979) into a professional 
museum working to reach contemporary professional standards. 

Not long after becoming Director at the museum, I volunteered to serve as a field peer reviewer for 
IMLS (previously IMS). My first round of review was in 1991 and I have reviewed grant requests for 
many years since. The extent of peer involvement in IMLS grant programs is among the reasons I am 
most proud to support funding for the Office of Museum Services within IMLS. Preparing grant 
applications, serving as a peer reviewer and working on implementing IMLS-funded projects has given 
me a front-row seat to observe the impact these grants have on the museum field. I know these grants 
have made the Museum of History and Art, Ontario a stronger museum better able to serve our 
community. I strongly believe they have made similar differences in communities across the nation and 
I urge you to support at least $35 million in funding for the Office of Museum Services within the 
Institute of Museum and Library Services. 
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March 27, 2012 

Testimony of Christian R. Kueng, Ed.D. 

President 
Board of Trustees 

Museum of History and Art, Ontario 
City of Ontario 
Ontario, California 

To the House Appropriations Subcommittee on Labor, health and Human Services, Education, and 
Related Agencies Subcommittee Members 

Summary: In support of at least $35 million for the Institute of Museum and Library Services (IMLS) 
Office of Museum Services (OMS) 


My name is Christian R, Kueng. I have the honor of serving as a member of the Board of Trustees of the 
Museum of History and Art, Ontario. During my 12 years on the Board of Trustees, the museum has 
received over $200,000 in grant awards from the Institute of Museum and Library Services. I have seen 
just how these grants have been improved the museum's services to the people of Ontario and inland 
Southern California, a region with relatively few local options for residents to learn from, enjoy and 
cultural events. 

I volunteer for an organization that is a small, but professionally operated, community-based museum 
run by three full-time staff members and a crew of dedicated part-time employees and volunteers. Our 
volunteers out number paid staff by a ratio of 12:1 and contribute hundreds of hours per year toward 
the museum's programs. 

Over the years, the museum has received the following IMLS grants: 

1. The Learning Opportunities Program in 2003 in the amount of $49,587; 

2. The Museums for America program in 2007 in the amount of $90,780; 

3) The American Heritage Preservation program in 2009 in the amount of $3,000; and 

4) The Museums for America program in 2010 in the amount of $102,598. 

These grants have provided critical funding to: 

1. Plan, develop and launch our Docent Program (now in its ninth year); 

2. Inventory and catalog the museum's collections of local history and art in an electronic 
database; 

3. Clean and conserve a military banner used by our beloved local National Guard unit in the 
Korean War; and 

4. Expand, evaluate and strengthen the ways in which our limited staff and volunteers develop 
thoughtful, accurate and engaging exhibitions on local history. 
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In all cases, these grant awards enabled the museum to coordinate projects that would have been 
difficult, if not impossible, to complete on our own. Additionally, they have all made substantial 
improvements to the museum's operations which have long-term impacts on our ability to serve our 
community and visitors to our area. 

IMLS grants do not supplant funding from the museum's parent organization, the City of Ontario, or 
other donors and supporters. In all of the above cases, the museum/city has provided a 1:1 cost share 
investment in the projects funded. These projects contribute to the museum's ability to strengthen its 
community through education, inspiration and engagement. Equally important, they have contributed 
to the local economy as well. It is important to note that our IMLS-funded projects have enabled the 
museum to hire five part-time employees, many of whom were recent graduates and/or emerging 
museum professionals in need of valuable on-the-job training. IMLS-funded projects have also enabled 
the museum to contract for professional services, and purchase materials and services from a variety of 
local vendors. 


Our Museum has been strengthened through the funding it has received from IMLS by improving our 
service to the local community as well as enabling the museum to participate fully in the civic, 
educational, and economic life of our community. 

Because I have had the unique opportunity to see IMLS grant funding directly at work in my community, 
1 urge you to support at least $35 million in funding for the Office of Museum Services within the 
Institute of Museum and Library Services. 


Thank you. 


Sincerely, 




/■ 




Christian R. Kueng, Ed.D. 

President 
Board of Trustees 

Museum of History and Art, Ontario 
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Contact: Maggie Elehwany 
Vice President 

Government Affairs and Policy 
National Rural Health Association 


(202) 639-0550 
llOSKSt. NW, 2”'* Floor 
Washington, DC 20005 


Testimony of the National Rural Health Association (NRHA) 

Concerning HRSA’s Programs Impacting Rural Health 

Submitted for the Record to the House Appropriations Subcommittee on 
Labor, Health and Human Services, and Education - March 29, 2012 

The National Rural Health Association (NRHA) is pleased to provide the Labor, Health and Human 

Services, Education and Related Agencies Appropriations Subcommittee with a statement for the record 

on fiscal year 2013 funding levels for programs that have a significant impact on the health of rural 

America. 

NRHA is a national nonprofit membership organization with more than 21,000 members that provides 
leadership on rural health issues. The Association’s mission is to improve the health of rural Americans 
and to provide leadership on rural health issues through advocacy, communications, education and 
research. NRHA membership consists of a diverse collection of individuals and organizations, all of 


whom share the common bond of an interest in rural health. 


NRHA is advocating for support of a group of rural health programs that assists many rural communities 
in maintaining and building a strong health care delivery system into the future. Most importantly, these 
programs help increase the capacity of the rural health care delivery system and are true safety net 
providers. These programs have been successful in increasing access to health care in rural areas, helping 
communities create new health programs for those in need and training the future health professionals that 
will care for rural Americans. With modest investments, these programs are able to evaluate, study, and 
implement quality improvement programs and health information technology systems. 

NRHA recognizes the constraints of the current economic budget. However, stabilizing the rural health 
safety net is critical to both rural patients and the vibrancy of the rural economy. NRHA asks for the 
same funding as it did in fiscal year 2012 to ensure that the rural safety net programs do not lose any 
ground. Even small investments in these rural health safety net programs go far and generate big returns 
in rural communities. Rural Americans, on average, are poorer, sicker and older than their urban 
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counterparts. Cuts to these programs do more harm than good and in the long run the federal government 
and patients will pay a much higher cost should these rural programs no longer exist. 

Important rural health programs supported by NRHA are outlined below. 

Rural Health Outreach and Network Grants provide capital investment for planning and launching 
innovative projects in rural communities that later become self-sufficient. These grants are unique in the 
federal system as they allow the community to choose what is most important for their own situation and 
then build a program around their needs. These grants award funding to develop needed formal, 
integrated networks of providers that deliver primary and acute services. The grants have led to projects 
including obesity and diabetes, information technology networks, oral screenings, preventive services, 
and many other health concerns. Due to the community nature of the grants and a focus on self- 
sustainability after the terms of the grant have run out - 85 percent of the Outreach Grantees continue to 
deliver services even five full years after federal funding had ended. Request: S59.8 million.Rural 
Health Research and Policy forms the federal infrastructure for rural health policy. Without these 
funds, rural America has no coordinated voice in the Department of Health and Human Services (HHS). 
In addition to the expertise provided to agencies such as the Centers for Medicare and Medicaid Services, 
this line item also funds rural health research centers across the country. These research centers provide 
the knowledge and the evidence needed for good policy making, both in the federal government and 
across the nation. Additionally, we urge the Subcommittee to include in report language instructions to 
the Office of Rural Health Policy to direct additional funding to the state rural health associations. The 
state associations serve to coordinate rural health activities at the state level and have a strong record of 
positive outcomes. Request: S10.76 million. 

State Offices of Rural Health are the state counterparts to the federal rural health research and policy 
efforts, and form the state infrastructure for rural health policy. They assist States in strengthening rural 
health care delivery systems by maintaining a focal point for rural health within each State and by linking 
small rural communities with State and Federal resources to develop long term solutions to rural health 
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problems. Without these funds, states would have diminished capacity to administer many of the rural 
health programs that are so critical to access to care. State offices of rural health play a key role in 
assisting rural health clinics, community health centers, and small, rural hospitals to assess community 
health care needs. This program creates a state focus for rural health interests, brings technical assistance 
to rural areas, and helps frontier communities tap state and national resources available for health care and 
economic development. In partnership with other state agencies, the state rural health offices have been 
essential in addressing the unique needs of rural communities. Request: $10 million. 

Rural Hospital Flexibility Grants fund quality improvement and emergency medical service projects for 
Critical Access Hospitals across the country. The BBA created this essential program to improve access 
to essential health care services by Critical Access Hospitals (CAHs), rural hospital networks and rural 
emergency medical services. CAHs are by definition small hospitals with fewer than twenty-five beds; 
they do not have the size, volume or the expertise to do the types of quality improvement or information 
technology activities that they need to do. These grants allow statewide coordination and provide 
expertise to CAHs. Also funded in this line is the Small Hospital Improvement Program (SHIP), 
which provides grants to more than 1,500 small rural hospitals (50 beds or less) across the country to help 
improve their business operations, focus on quality improvement and to ensure compliance provisions 
related to health information privacy. Request: $43.46 million. 

Rural and Community Access to Emergency Devices assist communities in purchasing emergency 
devices and training potential first responders in their use. Defibrillators double a victim’s chance of 
survival after sudden cardiac arrest, which an estimated 163,221 Americans experience every year. This 
program trains lay rescuers and first responders in their use and places them in public areas where sudden 
cardiac arrest is likely to occur. Request: $3.49 million. 

The Office for the Advancement of Telehealth supports distance-provided clinical services and is 
designed to reduce the isolation of rural providers, foster integrated delivery systems through network 
development and test a range of telehealth applications. Long-term, telehealth promises to improve the 
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health of millions of Americans, provide constant education to isolated rural providers and save money 
through reduced office visits and expensive hospital care. THE OAT leads, coordinates and promotes the 
use of telehealth technologies by fostering partnerships between federal agencies, states and private 
sectors groups to create telehealth projects. These approaches are still new and unfolding and continued 
investment in the infrastructure and development is needed. Request: $12,3 million. 

National Health Service Corps (NHSC) plays a critical role in providing primary health care services to 
rural underserved populations by placing health care providers in our nation's most underserved 
communities. Investment in our health care workforce is absolutely vital to support the newly insured 
population resulting from health reform. Programs like the NHSC help to maximize the capacity of our 
health system to care for patients. The Patient Protection and Affordable Care Act provided additional 
funding to the NHSC through the HHS Secretary’s Community Health Center fund. The demand for 
primary care providers far exceeds the supply, and the needs of our rural communities continue to grow. 
The NRHA supports the President’s request, which will ensure that the NHSC has access to the dedicated 
funding through the CHC Fund. 

Title VII Health Professions Training Programs (with a significant rural focus); 

• Area Health Education and Centers (AHECs) financially support and encourage those training 
to become health care professionals to choose to practice in rural areas. Without this experience 
and support while in medical school, far fewer professionals would make the commitment to rural 
areas and facilities including Community Health Centers, Rural Health Clinics and rural 
hospitals. The AHEC Programs and Centers play a critical national role in addressing health care 
workforce shortages, particularly those in primary care through an established infrastructure. The 
program grantees support the recruitment and retention of physicians, students, faculty and other 
primary care providers in rural and medically underserved areas by providing local, community- 
based, interdisciplinary primary care training. Educating and training rural health care providers 
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ensures individuals will have access to health eare and rural American will have a sound future in 
the delivery of rural health care. It has been estimated that nearly half of AHECs would shut 
down without federal funding. The success of this program was recognized through increased 
authorized levels in the Patient Protection and Affordable Care Act. Request: S75 milliou. 

• Rural Physician Pipeline Grants will help medical colleges develop special rural training 
programs and recruit students from rural communities, who are more likely to return to their 
home regions to practice. Newly created under the Patient Protection and Affordable Care Act, 
this "grow-your-own" approach is one of the best and most cost-effective ways to ensure a robust 
rural workforce into the future. Request: S4 million. 

• Geriatric Programs train health professionals in geriatrics, including funding for Geriatric 
Education Centers (GEC). There are currently 47 GECs nationwide that ensure access to 
appropriate and quality health care for seniors. Rural America has a disproportionate share of the 
elderly and could see a shortage of health providers without this program. Request: S35.6 
million. 

The National Rural Health Association appreciates the opportunity to provide our recommendations for 
your fiscal year 2013 appropriations bill. Our request for continued funding for the rural health safety net 
is critical to maintaining access to high quality care in rural communities. We greatly appreciate the 
support of the Subcommittee and look forward to working with Members of Congress to continue making 
these important investments in rural health in fiscal year 2013 and into the future. 
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STATEMENT OF THE NATIONAL KIDNEY FOUNDATION 
30 EAST 33"® STREET NEW YORK, NY 10016 

REGARDING FISCAL YEAR 2013 APPROPRIATIONS 
FOR THE CENTERS FOR DISEASE CONTROL AND PREVENTION 
CHRONIC KIDNEY DISEASE PROGRAM 

SUBMITTED TO THE HOUSE COMMITTEE ON APPROPRIATIONS; 
SUBCOMMITTEE ON LABOR, HEALTH AND HUMAN SERVICES, EDUCATION, 

AND RELATED AGENCIES 


March 29, 2012 


End Stage Renal Disease (ESRD), which requires dialysis or transplantation for survival, is the 
only disease-specific coverage under Medicare, regardless of age or other disability. At the end 
of 2009, the number of Americans with ESRD totaled 558,239, including 1 13,908 new patients 
that year. Furthermore, CKD represented almost 8 percent of the Medicare population age 65 
and over in 2009, but 22 percent of Medicare costs for this age group. Complicating the cost and 
human toll is the fact that CKD is a disease multiplier; patients are very likely to be diagnosed 
with diabetes, cardiovascular disease, or hypertension. 


Despite this tremendous social and economic impact, no national public health program focusing 
on early detection and treatment existed until FY 2006, when Congress provided $1.8 million to 
initiate a Chronic Kidney Disease Program at the Centers for Disease Control and Prevention 
(CDC). Congressional interest regarding kidney disease education and awareness also is found 
in Sec. 1 52 of the Medicare Improvements for Patients and Providers Act of 2008 (MIPPA, P.L. 

1 10-275), which directed the Secretary to establish pilot projects to increase screening for 
Chronic Kidney Disease (CKD) and enhance surveillanee systems to better assess the prevalence 
and incidence of CKD. Cost-effective treatments exist to potentially slow progression of kidney 
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disease and prevent its complications, but only if individuals are diagnosed before the latter 
stages of CKD. 

The CDC program is designed to identify members of populations at high risk for CKD, develop 
community-based approaches for improving detection and control, and educate health 
professionals about best practices for early detection and treatment. The National Kidney 
Foundation respectfully urges the Committee to maintain line-item funding in the amount 
of S2.2 million for the Chronic Kidney Disease Program at CDC. Continued support will 
benefit kidney patients and Americans who are at risk for kidney disease, advance the objectives 
of Healthy People 2020 and the National Strategy for Quality Improvement in Health Care, and 
fulfill the mandate created by Sec. 152 of MIPPA. 

The prevalence of CKD in the United States is higher than a decade earlier. This is partly due to 
the increasing prevalence of the related diseases of diabetes and hypertension. It is estimated 
that CKD affects 26 million adult Americans (1) and that the number of individuals in this 
country with CKD who will have progressed to kidney failure, requiring chronic dialysis 
treatments or a kidney transplant to survive, will grow to 712,290 by 2015 (2). Kidney disease is 
the 8* leading cause of death in the U.S., after having been the 9* leading cause for many years. 
Furthermore, a task force of the American Heart Association noted that decreased kidney 
function has consistently been found to be an independent risk factor for cardiovascular disease 
(CVD) outcomes and all-cause mortality and that the increased risk is present with even mild 
reduction in kidney function. (3) Therefore addressing CKD is a way to achieve one of the 
priorities in the National Strategy for Quality Improvement in Health Care: Promoting the Most 
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Effective Prevention and Treatment of the Leading Causes of Mortality, Starting with 
Cardiovascular Disease. 

CKD is often asymptomatic, especially in the early stages, and, therefore goes undetected 
without laboratory testing. In fact, some people remain undiagnosed until they have reached 
CKD Stage 5, requiring dialysis or a kidney transplant. Accordingly, Healthy People 2020 
Objective CKD-2 is to “increase the proportion of persons with chronic kidney disease (CKD) 
who know they have impaired renal function.” Screening and early detection provides 
opportunity for interventions to foster awareness, adherence to medications, risk factor control, 
and improved outcomes. Additional data collection is required to precisely define the 
incremental benefits of early detection on kidney failure, cardiovascular events, hospitalization 
and mortality. Increasing the proportion of persons with CKD who know they are affected 
requires expanded public and professional education programs and screening initiatives targeted 
at populations who are at high risk for CKD. As a result of consistent congressional support, the 
National Center for Chronic Disease Prevention and Health Promotion at CDC has instituted a 
series of projects that could assist in attaining the Healthy People 2020 objective. However, this 
forward momentum will be stifled and CDC’s investment in CKD to date jeopardized if line- 
item funding is not continued. Congress rejected the Administration’s proposal to consolidate 
funding for chronic disease programs for FY 2012 and we urge you to oppose it for FY 2013 as 
well. 

As noted in CDC’s Preventing Chronic Disease: April 2006, Chronic Kidney Disease meets the 
criteria to be considered a public health issue: (1 ) the condition places a large burden on society; 
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(2) the burden is distributed unfairly among the overall population; (3) evidence exists that 
preventive strategies that target economic, political, and environmental factors could reduce the 
burden; and (4) evidence shows such preventive strategies are not yet in place. Furthermore, 
CDC convened an expert panel in March 2007 to outline recommendations for a comprehensive 
public health strategy to prevent the development, progression, and complications of CKD in the 
United States. 

The CDC Chronic Kidney Disease program has consisted of three projects to promote kidney 
health by identifying and controlling risk factors, raising awareness, and promoting early 
diagnosis and improved outcomes and quality of life for those living with CKD. These projects 
have included the following: 

(a) Demonstrating effective approaches for identifying individuals at high risk for chronic kidney 
disease through state-based screening (CKD Health Evaluation and Risk Information Sharing, or 
CHERISH). 

(b) Conducting an economic analysis by the Research Triangle Institute, under contract with the 
CDC, on the economic burden of CKD and the cost-effectiveness of CKD interventions. 

(c) Establishing a surveillance system for Chronic Kidney Disease in the U.S. Development of a 
surveillance system by collecting, integrating, analyzing, and interpreting information on CKD 
using a systematic, comprehensive and feasible approach will be instrumental in prevention and 
health promotion efforts for this chronic disease. The CDC CKD surveillance project has built a 
basic system from a number of data sources, produced a report and beta-tested a website. The 
next steps include exploring state-based CKD surveillance data ideal for public health 
interventions through the state department of health. 
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We believe it is possible to distinguish between the CKD program and other categorical chronic 
disease initiatives at CDC, because the CKD program does not provide funds to state health 
departments. Instead, CDC has been making available seed money for feasibility studies in the 
areas of epidemiological research and health services investigation. Because the CKD program 
does not provide funds to state health departments, we maintain it should be exempted from the 
changes in the structure and budget of the National Center for Chronic Disease Prevention and 
Health Promotion, at least until surveillance planning, and studies of detection feasibility and 
economic impact are completed. 

In summary, undetected Chronic Kidney Disease can lead to costly and debilitating irreversible 
kidney failure. However, cost-effective interventions are available if patients are identified in 
the early stages of CKD. With the continued expressed support of Congress, the National 
Kidney Foundation is confident a feasible detection, surveillance and treatment program can be 
established to slow, and possible prevent, the progression of kidney disease. 

Thank you for your consideration of our testimony. 

(1) Josef Coresh, et al. “Prevalence of Chronic Kidney Disease in the United States,”Jbliht4, 
November 7, 2007. 

(2 ) D.T. Gilbertson, et al., Projecting the Number of Patients with End-Stage Renal Disease 
in the United States to the Year 2015. J Am Soc Nephrol 16; 3736-3741, 2005. 

(3) Mark J. Samak, et al. Kidney Disease as a Risk Factor for the Development of 

Cardiovascular Disease: A Statement from the American Heart Association Councils on 

Kidney in Cardiovascular Disease, High Blood Pressure Research, Clinical Cardiology, and 

Epidemiology and Prevention. Circulation 2003: 108; 2154-69. 
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Testimony of the Nutsing Community Regarding 
Fiscal Year 2013 Appropriations for the Title VIII Nursing Workforce Development Programs, the 
National Institute of Nursing Research, and Nurse-Managed Health Clinics 

U.S. House Appropriations Subcommittee on Labor, Health and Human Services, Education, and 

Related Agencies 

Department of Health and Human Services 
Match 29, 2012 

The Nursing Community is a forum comprised of 59 national professional nursing membership associations 
that builds consensus and advocates on a wide spectrum of healthcare and nursing issues surrounding 
practice, education, and research. These 59 organizations are committed to promoting America’s health 
through the advancement of the nursing profession. Collectively, the Nursing Community represents neatly 
one million Registered Nurses (RNs), Advanced Practice Registered Nurses (APRNs-including certified 
nurse-midwives, nurse practitioners, clinical nurse specialists, and certified registered nurse anesthetists), 
nurse executives, nursing students, nursing faculty, and nurse researchers. Together, our organizations work 
coUaboratively to support a robust investment in the Nursing Workforce Development programs 
(authorized under Title VIII of the Publie Health Service Act [42 U.S.C. 296 et seq.J), support research 
initiatives at the National Institute of Nursing Research (NINR), and secure authorized funding for Nurse- 
Managed Health Clinics (Title III of the Public Health Service Act) so that out nation’s population receives the 
highest-quality nursing services possible. 

Demand for Nurses Continues to Grow 

According to the Bureau of Labor Statistics’ p},mployment Projections for 2010-2020, the expected number of 
practicing nurses will grow from 2.74 million in 2010 to 3.45 million in 2020, an increase of 712,000 or 
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26%. The projections further explain the need for 495,500 replacements in the nursing workforce, bringing 
the total number of job openings for nurses due to growth and replacements to 1.2 million by 2020. 

1 wo primary factors contribute to this overwhelming projection. First, America’s nursing workforce is 
aging. According to the 2008 National Sample Surv^ of Registered Nurses, over one million of the nation’s 2.6 
million practicing RNs are over the age of 50. Within this population, more than 275,000 nurses are over 
the age of 60. As the economy continues to rebound, many of these nurses will seek retirement, leaving 
behind a significant deficit in the number of experienced nurses in the workforce. Secondly, America’s 
Baby Boomer population is aging. It is estimated that over 80 million Baby Boomers reached age 65 last 
year. This population will require a vast influx of nursing services, particularly in areas of primary care and 
chronic illness management. A significant investment must be made in the education of new nurses to 
provide the nation with the nursing services it demands. 

Addressing the Demand: Title VIH Nursing Workforce Development Programs 
For nearly 50 years, the Nursing Workforce Development programs, authorized under Title VIII of the 
Puhlie Health Service Act, have helped build the supply and distribution of qualified nurses to meet our 
nation’s healthcare needs. The Title VIII programs bolster nursing education at all levels, from entry-level 
preparation through graduate study, and provide support for institutions that educate nurses for practice in 
rural and medically underserved communities. Today, the Tide VIII programs are essential to ensure the 
demand for nursing care is met. Between FY 2005 and 2010 alone, the Tide VIII programs supported over 
400,000 nurses and nursing students as well as numerous academic nursing institutions, and healthcare 
facilities. 

The American Association of Colleges of Nursing’s (AACN) Title VIII Student Recipient Survey gathers 
information about Tide VIII dollars and its impact on nursing students. The 2011-2012 survey, which 
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included responses from over 1,600 students, stated that the Title VIII programs played a critical role in 
funding their nursing education. The survey showed that 68% of the students receiving Title VIII funding 
are attending school full-time. By supporting full-time students, the I’itle VIII programs are helping to 
ensure that students enter the workforce without delay. The programs also address the current demand for 
primary care providers. Over one-half of respondents reported that their career goal is to become a nurse 
practitioner. Approximately 80% of nurse practitioners provide primary care services throughout the United 
States. Additionally, several respondents identified working in rural and underserved areas as future goals, 
with becoming a nurse faculty member, a nurse practitioner, or a nurse researcher as the top three nursing 
positions for their career aspirations. 

The Tide VIII programs also address the need for more nurse faculty. Data from AACN’s 2011-2012 
enrollment and graduations survey show that nursing schools were forced to turn away 75,587 qualified 
applications from entry-level baccalaureate and graduate nursing programs in 201 1, citing faculty vacancy as 
a primary reason. The Title VIII Nurse Faculty Loan Program aids in increasing nursing school enrollment 
capacity by supporting students pursuing graduate education, provided they serve as faculty for four years 
after graduation. The Nursiag Community respectfuUy requests $251 million for the Nursing 
Workforce Development programs authorized under Title VIII of the Public Health Service Act in 
FY2013. 

National Institute of Nursing Research: Foundation for Evidence-Based Care 
As one of the 27 Institutes and Centers at the National Institutes of Health (NIH), the NINR funds 
research that lays the groundwork for evidence-based nursing practice. Nurse-scientists at NINR examine 
ways to improve care models to deliver safe, high-quality, and cost-effective health services to the nation. 
Our country must look toward the prevention aspect of health care as the vehicle for saving our system 
from further financial burden, and the work of NINR embraces this endeavor through research related to 
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care management of patients during illness and recovery, reduction of risks for disease and disability, 
promotion of healthy lifestyles, enhancement of quality of life for those with chronic illness, and care for 
individuals at the end of life. 

Moreover, NINE helps to provide needed faculty to support the education of future generations of nurses. 
Training programs at NINR develop future nurse-researchers, many of whom also serve as faculty in our 
nation’s nursing school. The Mursiag Community respectfully requests $150 million for the MINR in 
FY 2013. This level of funding is on par with the Ad Hoc Group for Medical Research ’s $32 billion 
request for the total NIH budget in FY 2013. 

Nurse-Managed Health Clinics: Expanding Access to Care 

NMHCs are healthcare delivery sites managed by APRNs and are staffed by an interdisciplinary health 
provider team which may include physicians, social workers, public health nurses, and therapists. These 
clinics are often associated with a school, college, university, department of nursing, federally qualified 
health center, or independent nonprofit healthcare agency. NMHCs serve as critical access points to keep 
patients out of the emergency room, saving the healthcare system millions of dollars annually. 

NMHCs provide care to patients in medically underserved regions of the country, including rural 
communities. Native American reservations, senior citizen centers, elementary schools, and urban housing 
developments. The populations within these communities are the most vulnerable to chronic illnesses that 
create heavy financial burden on patients and the healthcare system. NMHCs aim to reduce the prevalence 
of disease and create healthier communities by providing primary' care services and educating patients on 
health promotion practices. Furthermore, NMHCs serve as clinical education training sites for nursing 
students and other health professionals, a crucial aspect of NMHCs given that a lack of training sites is 
commonly identified as a barrier to nursing school enrollment. The Mursing Community respectfully 
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requests $20 million for the Nurse-Managed Health Clinics authorized under Tide III of the Public 
Health Service Act in FY 2013. 


Without a workforce of well-educated nurses providing evidence-based care to those who need it most, 
including our growing aging population, the healthcare system is not sustainable. The Nursing Community’s 
request of $251 million for the Title VIII Nursing Workforce Development programs, $150 million for the 
National Institute of Nursing Research, and $20 million for Nurse-Managed Health Clinics in FY 2013 will 
help ensure access to quality care provided by America’s nursing workforce. 


Members of the Nursing Community Submitting this Testimony 


Academy of Medical-Surgical Nurses 
American Academy of Nurse Practitioners 
American Academy of Nursing 
American Association of Colleges of Nursing 
American Association of Nurse Anesthetists 
American Association of Nurse Assessment 
Coordination 

American College of Nurse Practitioners 
American College of Nurse-Midwivcs 
American Nurses Association 
American Oi^nization of Nurse Executives 
American Psychiatric Nurses Association 
American Society for Pain Management Nursing 
American Society of PeriAnesthesia Nurses 
Association of Community Health Nursing 
Educators 

Association of Nurses in AIDS Care 
Association of perioperative Registered Nurses 
Association of Rehabilitation Nurses 
Association of State and Territorial Directors of 
Nursing 

Association of Women's Health, Obstetric and 
Neonatal Nurses 

Commissioned Officers Association of the U.S. 

Public Flealth Service 
Dermatolog)’ Nurses' Association 


Gerontological Advanced Practice Nurses 
Association 

Hospice and Palliative Nurses Association 
Infiision Nurses Society 
International Association of Forensic Nurses 
Internationa] Nurses Society on Addictions 
International Society' of Psychiatric Nursing 
National American Arab Nurses Association 
National Association of Clinical Nurse Specialists 
National Association of Nurse Practitioners in 
Women's Health 

National Association of Pediatric Nurse 
Practitioners 

National Gerontological Nursing Association 
National Nursing Centers Consortium 
National Organization for Associate Degree 
Nurses 

National Organization of Nurse Practitioner 
Faculties 

Oncology Nursing Society 
Pediatric Endocrinology Nursing Society 
Preventive Cardiovascular Nurses Association 
Public Health Nursing Section, American Public 
Health Association 

Society of Urologic Nurses and Associates 
Wound, Ostomy and Continence Nurses Society 
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Thank you for the opportunity to discuss the nation’s Childhood Lead Poisoning Prevention efforts and 
why the Centers for Disease Control and Prevention (CDC) program must be restored. In FY 2012, CDC 
funding for lead poisoning prevention was reduced from $29 million to less than $2 million. Starting this 
summer, health departments across the country will be forced to end their lead poisoning prevention 
activities. Without CDC, parents will be unable to get the services they need to protect their children. 
The abatement and education programs at HUD and EPA will be unable to properly target their 
resources to the children and families who need them the most, all because CDC will be unable to carry 
out its surveillance mission, find lead poisoned children, adequately fund and staff local and state health 
departments, and most importantly, prevent poisoning in the first place. 

I am one of the nation’s authorities on childhood lead poisoning prevention and the former director of 
the Office of Healthy Homes and Lead Hazard Control at HUD. Currently, I am the Director of 
Research at the National Center for Healthy Housing (NCHH), an adjunct associate professor at the 
School of Public Health at the University of Illinois at Chicago and a faculty associate at Johns Hopkins 
University. NCHH is a national scientific non-profit organization dedicated to safe and healthy housing 
for children through practical and proven steps. 1 am also a board member of an industry group, the Lead 
and Environmental Hazards Association, comprised of instrument and product manufacturers, inspection 
and risk assessment firms, abatement contractors and parents. Today, I also represent the National Safe 
and Healthy Housing Coalition, a group of over 150 organizations. The country’s strategy to eliminate 
childhood lead poisoning is articulated in the federal interagency strategy to address childhood lead 
poisoning, which I wrote for the President’s Task Force on Environmental Health and Safety Risks to 
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Children in 2000.’ I have also published many scientific studies to help identiiy and control lead 
hazards, such as the nation’s largest and longest-term evaluation of lead hazard control covering 3,000 
housing units in 14 jurisdictions across the country; that study showed modem residential lead hazard 
controls are effective and durable.^’^ 

Recom mendation 

We urge Congress to restore CDC’s funding for the Healthy Homes and Lead Poisoning Prevention 
Program to $29 million as a distinct line item. The Administration’s proposal to combine the CDC lead 
poisoning prevention and asthma programs and cut their funding in half will advance neither lead 
poisoning prevention nor asthma treatment, because the populations served, the mission, medical care 
and approaches are all necessarily very different. 

Background on the CDC Lead Poisoning Prevention Program 

In FY 201 1, CDC funded 35 states and localities to cany out five core functions: 

1 . Screen children for lead poisoning; 

2. Track incidence and causes; 

3. Inspect the home and other exposures and remove the environmental threat; 

4. Publish guidance for clinical and public health practitioners for evidence-based case 
management; and 

5. Provide education to the public and health care providers. 

President's Task Force on Environmental He^th Risks and Safrty Risks to Children. Eliminating Childhood Lead Poisoning; A Federal Strategy Targeting 
Lead-based paint Hazards, Washington DC: U.S. Department of Housing and Urt)an Development and U.S. Environmental Protection Agency, Februarv' 
2000 . 

^ National Center for Healthy Flousing. 2004. Evaluation of the HUD l,cad Hazard Caitrol Grant Program, Final Report, National Center for Healthy 
Housing and University of Cincinnati, Columbia, MD 

^ Dixon S, Jacobs DE, Wilson J, Akoto J. Clark CS. 2012, Window R^Iacement and Residential Lead Paint Hazard Control 12 Years Later. Environ Res 
113: 14.20, 
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CDC leads the national lead poisoning primary prevention efforts. Between 2008 and 2010, primary 
prevention efforts helped reduce by 200,000 the number of children who have been exposed to lead — 
saving at least $7.5 billion through avoided loss in IQ and associated reductions in lost lifetime 
productivity, * not to mention the pain and suffering endured by families with poisoned children. CDC 
maintains a nationwide system for the collection and dissemination of data on lead poisoning cases, 
which is essential in properly targeting the nation’s resources. 

Number of Children at Risk 

Today nearly 450,000 children* still need help each year from their CDC-funded health departments and 
millions more are at risk, because 24 million homes have lead-based paint hazards.’ The adverse health 
effects of lead poisoning are well-known. In fact, the U.S. National Toxicology Program in NIH has 
published a new report showing the effects of lead are even more serious than previously thought.* Lead 
causes cognitive and behavioral problems, such as attention deficit hyperactivity disorder and many 
other health effects. African American children are nearly three times as likely to be lead poisoned as are 
Caucasian children and poor children face double the risk.’ It costs $38,000 to provide special education 
to a child with lead poisoning. ” 

CPC’s Effective Response 


* Nevin R, Jacobs DE, Berg M. Cohen J, 2008. Monetary benefits of preventing childhood lead poisoning with lead-safe window replacement, Envirtm Res 
106:410-419. 

’ Gould E 2009 Childhood Lead Poisoning; Conservative Estimates of the Social and Economic Benefits of Lead Hazard Control. Environ Health Perspect 
117:1162-1167 

^ In 2005-06, data from the National Health and Nutrition Examination Survey showed that an estimated 5^,100 children 1-5 had blood lead levels > 5 
pg/dL; in 2007-08 that number increased to 646,400; in 2009-10 the number declined slightly to442.0{X>. Data from: National Performance Measures of 
Blood Lead in Children. Will Wheeler Presentation to the Advisory Committee on Childhood Lead Poisoning Prevention Nov 14,2011 
’ Jacobs DE, Clickner RL, Zhou J1-, Viet SM, Marker DA. Risers JW, Zeldin DC. Broene P and W Friedman. ITie Prevalence of Lead-Based Paint Hazards 
in U.S. Housing, Environ Health Perspect I !0:A599-A606, Sept 13, 2002 

® National Toxicology Program. Draft ntp monograph on health effects of low-lcvel lead, October 14. 201 1, National Institute Of Environmental Health 
Sciences, National Institutes Of Flealfti.U.S, Department Of Health And Human Services 

’ Centers for Disease Control and Prevention, “Update: Blood Lead Lcvcls-United States 1991-1994,” Morbidity and Mralaiity Weekly Report, U S. 
Department of Health and Human Services/Public Health Service, Vol46, No. 7, Feb 21, 1997, p. 141-146 and erratum in vol 46, No. 26, p. 607, July 4, 

1997. Also. Brody eta!.. Blood lead levels in the U.S. Population: Phase 1 oflhc third National Health and Nutrition Examination Survey, 1988 to 1991, 
Journal of the American Medical Asscxriatlon 272(4); 277-283, July 27. 1994 and Pirfcle elaL, The decline in blood lead levels in the United States. Journal 
of the American Medical Association 272(4):284-29!. July 27. 1994 
Korfinacher et al. 
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Between 1997 and 2008, CDC’s lead program served 850,000 children with dangerous blood lead levels 
(greater than or equal to 1 0 pg/dL). In the most recent year, recipients of CDC grants tested more than 
four million children for lead and conducted case management for nearly 30,000 children. CDC funding 
paid for nurses, social workers, and environmental health professionals, assessments of the child’s home 
and other sources of exposure, and referred property owners to remediation. The local programs also 
provide ongoing education and guidance to local officials, families, and health care providers to ensure 
that children receive appropriate care and, most importantly, prevent lead poisoning. 

CDC’s epidemiologists, blood lead laboratory proficiency program, and surveillance system are 
essential elements in monitoring and preventing the disease. Without the CDC’s resources to collect and 
analyze the surveillance data, no one will know when, where or how children are getting poisoned and 
literally millions of children will be unnecessarily poisoned in the decades to come. It was CDC’s 
program that first identified lead-contaminated toys as a source of exposure, ' ' and CDC was first on the 
scene to address lead poisoning among refugee families. Internationally, CDC headed the emergency 
response to the lead epidemic in Nigeria, where hundreds of children have died from lead poisoning. 

Conclusion 

The CDC program has proven its cost effectiveness. It provides services that are sorely needed by the 
nation and by parents. It should be restored and funded as a distinct line item at $29 million and allowed 
to do its job to protect children from an entirely preventable disease. 


” Toys and other consumer products recalled. See hta>://www.cdc.gov/nceh/lead/Recal{s/althazards.htm 

CDC Refugee lead poisoning prevention tool kit for refugees. See” http://www cdc gov/nceh/lead/Publications/RefiigeeToc^Kit/Refiigee Tool Kit.htm 

Doovema CA. Neri A. Lo YC . Durant J. Darean PI . Swarthout T. BivaO . Gidado SO. Haladu S. Siuii-Gwarzo N. Neuku PM . Akpan H.Idris S . Bashir 
AM. Brown MJ . Outbrc^ of Fatal Childhood Lead Poisoning Related to Artisanal Gold Mining in Northwestern Nigeria, 2010, Environ Health 
Perspect. 20 1 1 Dec 20. [Epub ahead of print] 
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Testimony of 

The National Council of State Directors of Adult Education 
Before the 

Subcommittee on Labor, Health and Human Services, Education and Related Agencies 

March 29, 2012 

Mr. Chairman, thank you for this opportunity to submit testimony regarding the 
FY 2013 Budget and adult education progrtuns. 

I would like to begin by thanking you and the Committee for your support of 
adult education in the past. It has helped us weather state and local cuts in funding 

According to CLASP '(the Center for Law and Social Policy), the unfortunate 
reality is that funding for adult education and English language services has declined by 
17 percent from 2002 to 2012 in inflation-adjusted terms. In addition, state funding, 
which has traditionally been a reliable source of revenue for adult education programs, 
has become less reliable as a result of reduced state budgets. 

Along with a reduction in funding has come a decline in enrollment. Of the 
estimated eligible population of 93 million (National Assessment of Adult Literacy), 
adult education current serves approximately 2 million Americans -- a decline of 27 
percent (CLASP) since 2001. 


' Foster, Marcie, Adult Education Funding and Enrollment, February, 2012, 
httD://www.clasp.ora''admin/site/publications/files/adult-ed-funding-enrollnient-Februarv-20 12.pdf 
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But the demand for services has not decreased and waiting lists of close to 
160,000 exist across the States^. Adult education programs also expect increased 
demand for services based on a recent change in Pell Grant eligibility which 
denies access to grant funds to individuals who lack a high school diploma or its 
accepted alternative. 

The change to Pell will affect individuals who enroll in programs which 
allow them to work on their secondary school credential and attend college 
classes at the same time— dual enrollments. It also affects individuals enrolled in 
career pathways and similar programs in community colleges which combine 
education and training to allow individuals to earn a credential but which also 
utilize Pell Grants for support while training. Individuals without a high school 
diploma or it alternative are more likely to be at the lower ends of income scales. 

With the extensive waiting lists, we are not sure how adult education will 
be able to accommodate the influx of students due to the change in Pell grant 
eligibility. 

Mr. Chairman, adult education programs provide the best possible 
services to our undereducated, under prepared adults enabling them to qualify 
for work with family sustaining income and advanced training. Should there be 
cuts in funding, we fear we will lose our ability to assist those in greatest need to 
achieve their goals for work, for home, and for their community. These are those 
individuals most likely to be unemployed and underemployed, who should be at 
the top of our list for receipt of services. They need the most concentrated help to 

^ National Council of State Directors of Adult Education, 2009-20 1 2 Adult Student Waiting List Survey, 
2010. http://www.ncsdae.orE/20 10%20Adult%20Education%20Waiting°/o20List%20Report.pdf 
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move onto a career pathway, be it a training program or transitioning to 
postsecondary education. 

On Monday, February 13, 2012, the President released his proposed 
Budget for FY 2013. The proposal calls for what may appear to be a minor cut in 
funds available for state grants for adult education from its current funding level 
of $596.1 million to $595 million. This may seem minor, but it is not the full 
story. 

The budget proposal further proposes to reduce funds available for state 
grants by taking $15 million off the top for a Workforce Innovation Fund (WIF) 
to provide competitive grants that encourage innovation and identify and validate 
effective strategies for improving the delivery of services and outcomes for all 
beneficiaries under programs authorized under the Workforce Investment Act 
(WIA). 

No one questions the value of innovation. In fact, Mr. Chairman, adult 
education programs throughout the United States are already developing 
innovative programs to meet the needs of our clients. We are providing 
integrated education and training programs, career pathways programs, and 
programs which transition individuals to postsecondary education.s Instead of 
taking critical dollars away from state grants, we believe the 2013 budget should 
provide funding for all programs to innovate and build capacity to create pathway 
programs : not iust the few who with full-time staff who can compete for 
innovation fund dollars. 


’ NAEPDC, Adult Education Supporting the President’s Workforce and American Graduation Initiatives, 
2010, httD://www.naepdc.org/State%20Alignment%20lnitiatives%20-%20FlNAL%202.2.l0.Ddf 
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We urge you not to reduce funding for adult education state grants and to 
reject the proposed Workforce Innovation Fund. We encourage you, if at all 
possible, to provide additional funding to adult education programs to reduce our 
existing waiting lists. While we understand the need to prepare our children to 
become valuable members of tomorrow’s workforce, we must help those who are 
currently underemployed or unemployed to gain the skills they need to obtain 
and retain employment as part of today’s workforce. 

Education is vital to the success of not only individuals, but society as a 
whole. We urge you to continue your support of adult education programs. 
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WRITTEN TESTIMONY OF WANDA LIPSCOMB, Ph.D. 

PRESIDENT 

Wanda.Lipscomb@chiii.msu.edu 

(517)353-7140 

NATIONAL COUNCIL FOR DIVERSITY IN THE HEALTH PROFESSIONS 
PRESENTED TO THE 

HOUSE APPROPRIATIONS SUBCOMMITTEE ON LABOR, HEALTH AND HUMAN 
SERVICES, EDUCATION AND RELATED AGENCIES 

SUMMARY OF FISCAL YEAR 2013 RECOMMENDATIONS; 


1) $300 MILLION FOR THE TITLE VII HEALTH PROFESSIONS TRAINING 
PROGRAMS, INCLUDING: 

• $33.6 MILLION FOR THE MINORITY CENTERS OF EXCELLENCE. 

• $35.6 MILLION FOR THE HEALTH CAREERS OPPORTUNITY 
PROGRAM 
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Mr. Chairman and members of the subcommittee, thank you for the opportunity to present my 
views before you today. I am Dr. Wanda Lipscomb, President of the National Council for 
Diversity in the Health Professions (NCDHP) and the Director of the Center of Excellence for 
Culture Diversity in Medical Education at Michigan State University. NCDHP, established in 
2006, is a consortium of our nation’s majority and minority institutions that once house the 
Health Resources and Services (HRS A) Minority Centers of Excellence (COE) and Health 
Careers Opportunities Programs (HCOP) when there was more funding. These institutions are 
committed to diversity in the health professions. In my professional life, I have seen firsthand the 
importance of health professions institutions promoting diversity and the Title VII Health 
Professions Training programs. 

Mr. Chairman, time and time again, you have encouraged your colleagues and the rest of us to 
take a look at our nation and evaluate our needs over the next ten years. I want to say that 
minority health professional institutions and the Title VII Health Professionals Training 
programs address a critical national need. Persistent and severe staffing shortages exist in a 
number of the health professions, and chronic shortages exist for all of the health professions in 
our nation’s most medically underserved communities. Furthermore, our nation’s health 
professions workforce does not accurately reflect the racial composition of our population. For 
example while blacks represent approximately 15% of the U.S. population, only 2-3% of the 
nation’s health professions workforce is black. Mr. Chairman, I would like to share with you 
how your committee can help NCDHP continue our efforts to help provide quality health 
professionals and close our nation’s health disparity gap. 

There is a well established link between health disparities and a lack of access to competent 
healthcare in medically underserved areas. As a result, it is imperative that the federal 
government continue its commitment to minority health profession institutions and minority 
health professional training programs to continue to produce healthcare professionals committed 
to addressing this unmet need. 

An October 2006 study by the Health Resources and Services Administration (HRSA), entitled 
“The Rationale for Diversity in the Health Professions: A Review of the Evidence’’ found that 
minority health professionals serve minority and other medically underserved populations at 
higher rates than non-minority professionals. The report also showed that; minority populations 
tend to receive better care from practitioners who represent their own race or ethnicity, and non- 
English speaking patients experience better care, greater comprehension, and greater likelihood 
of keeping follow-up appointments when they see a practitioner who speaks their language. 
Studies have also demonstrated that when minorities are trained in minority health 
profession institutions, they are significantly more likely to: 1) serve in rural and urban 
medically underserved areas, 2) provide care for minorities and 3) treat low-income 
patients. 

As you are aware, Title VII Health Professions Training programs are focused on improving the 
quality, geographic distribution and diversity of the healthcare workforce in order to continue 
eliminating disparities in our nation’s healthcare system. These programs provide training for 
students to practice in underserved areas, cultivate interactions with faculty role models who 
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serve in imderserved areas, and provide placement and recruitment services to encourage 
students to work in these areas. Health professionals who spend part of their training providing 
care for the underserved are up to 10 times more likely to practice in underserved areas after 
graduation or program completion. 

Institutions that cultivate minority health professionals, like the NCDHP members, have been 
particularly hard-hit as a result of the cuts to the Title VII Health Profession Training programs 
in fiscal year 2006 (FY06), FY07, and FY08. Given their historic mission to provide academic 
opportunities for minority and financially disadvantaged students, and healthcare to minority and 
financially disadvantaged patients, minority health professions institutions operate on narrow 
margins. The cuts to the Title VII Health Professions Training programs amount to a loss of core 
funding at these institutions and have been financially devastating. We have been pleased to see 
efforts to revitalize both COE and HCOP in recent fiscal years, but it is important to fully fund 
the programs at least at the FY 2004 level so that more diversity is achieved in our health 
professions. 

Earlier this year with the passage of health reform, the Congress showed the importance of the 
many of the Title VII programs, including the Minority Centers of Excellence (COE) and Health 
Careers Opportunities Program (HCOP), by reauthorizing the programs. 

Minority Centers of Excellence; COEs focus on improving student recruitment and 
performance, improving curricula in cultural competence, facilitating research on minority health 
issues and training students to provide health services to minority individuals. COEs were first 
established in recognition of the contribution made by four historically black health professions 
institutions (the Medical and Dental Institutions at Meharry Medical College; The College of 
Pharmacy at Xavier University; and the School of Veterinary Medicine at Tuskegee University) 
to the training of minorities in the health professions. Congress later went on to authorize the 
establishment of “Hispanic”, “Native American” and “Other” Historically black COEs. For 
FY13, 1 recommend a funding level of $24 million for COEs. 

Health Careers Opportunity Program fHCOPI : HCOPs provide grants for minority and non- 
minority health profession institutions to support pipeline, preparatory and recruiting activities 
that encourage minority and economically disadvantaged students to pursue careers in the health 
professions. Many HCOPs partner with colleges, high schools, and even elementary schools in 
order to identify and nurture promising students who demonstrate that they have the talent and 
potential to become a health professional. 

Collectively, the absence of HCOPs will substantially erode the number of minority students 
who enter the health professions. Over the last three decades, HCOPs have trained approximately 
30,000 health professionals including 20,000 doctors, 5,000 dentists and 3,000 public health 
workers. For FY13. 1 recommend a funding level of $23 million for HCOPs. 

Mr. Chairman, please allow me to express my appreciation to you and the members of this 
subcommittee. With your continued help and support, NCDHP member institutions and the Title 
VII Health Professions Training programs can help this country to overcome health and 
healthcare disparities. Congress must be careful not to eliminate, paralyze or stifle the 
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institutions and programs that have been proven to work. NCDHP seeks to close the ever 
widening health disparity gap. If this subcommittee will give us the tools, we will continue to 
work towards the goal of eliminating that disparity everyday. 

Thank you, Mr. Chairman, and I welcome every opportunity to answer questions for your 
records. 



554 


NORMAN ROCKWELL MUSEUM 

A non-profit educational museum in Stockbridge, Massachusetts 

Electronically-submitted written testimony in support of funding for agencies and programs 
March 26, 2012 

Testimony of Laurie Norton Moffatt, Director/CEO 
Norman Rockwell Museum 
Stockbridge, Massachusetts 

To the House Appropriations Subcommittee On Labor, Health and Human Services, Education, and 
Related Agencies Subcommittee Members, U.S. House of Representatives 

Summary : In support of at least $35 million for the Institute of Museum and Library Services (IMLS) 
Office of Museum Services (OMS) 

This testimony is in support of IMLS’ Office of Museum Services. It illuminates the many ways IMLS 
grants enable museums like Norman Rockwell Museum to fulfill our vital roles as educational 
institutions and as keepers of this nation’s rich cultural heritage. These dual roles - education, and 
preserving and sustaining that which helps Americans understand who we are as a nation - require a 
deep commitment and considerable resources that are often beyond the scope of many museums’ 
operating budgets and fundraising abilities; this is especially true of smaller or mid-sized museums in 
rural communities (such as ours) and in urban areas that face deep economic and social challenges. 

Preserving and caring for our nation’s art, artifacts, rare documents and books, and other historical and 
cultural objects is critical to making America’s material culture accessible to everyone, everywhere - 
engaging students and teachers, scholars and first-time museum-goers, families and individuals - 
through exhibitions, educational programs that complement what young people learn in school, and free 
online access to vast collections and scholarship, through digitization. For decades now, IMLS has been 
instrumental in helping museums and libraries preserve our cultural assets so that they might continue to 
illuminate, educate, and inspire us all. 


I 
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NORMAN ROCKWELL MUSEUM 

A non-profit educational museum in Stockbridge, Massachusetts 
Norman Rockwell is a national icon. Perhaps America’s best known illustrator, his work is a 
touchstone of America’s values. A consummate storyteller, he painted visual narratives that are 
understood by people around the world and used again and again by others to impart timely messages or 
to capture moments in history. With a career spanning 60 years, in which he produced nearly 4,000 
works, Rockwell’s influence on American art and culture is unparalleled. He helped forge a national 
identity in times of crisis and prosperity, and his work has illuminated our highest aspirations and 
underpinnings, from the Four Freedoms of World War II to the struggle for civil rights evoked in 
paintings like The Problem We All Live With. 

For many Americans, Rockwell created a vocabulary from which we could describe ourselves, our 
experiences, and our country. The late newspaperman Woody West [Washington Times Executive 
Editor] wrote in a 1992 article, “On Rockwell, Relativism and America’s Need for Revival...,’’ that 
Rockwell “captured our sense of ourselves, of American culture as generations idealized it - and lived 
it... [and] helped underwrite a code that was revered. " West declared that Rockwell’s art “evokes deep 
response ... a freshening appreciation of principles, affections and, indeed, morals. ” 

Not only do people see themselves reflected in his canvases, but in times of change, moral cloudiness, or 
national crisis, his images have been and continue to be a reassuring guide, evidenced in the record 
attendance of our Rockwell exhibition at the Guggenheim Museum shortly after September 11, 2001. 

Before he died in 1978, Norman Rockwell bequeathed his vast personal collection in trust to our 
Museum to be exhibited, preserved, and used for the "advancement of art appreciation and art 
education. " He had wanted his collection to remain in the small town of Stockbridge, Massachusetts, 
which had been his home for his last 25 years. This collection includes hundreds of large-scale oil 
paintings ~ including some of his best known works - as well as studies in pencil, charcoal, watercolor. 
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NORMAN ROCKWELL MUSEUM 

A non-profit educational museum in Stockbridge, Massachusetts 

and oil; his Studio and its contents; and an Archive of more than 800 feet of photographs, slides, movies, 
memorabilia, correspondence, reference materials, and personal affects. Since then, we have acquired 
additional original Rockwell artworks and reference materials through gifts and bequests. 

Founded in 1969, our community-based Museum quickly outgrew its space in town, and we raised funds 
to build a larger modem museum to accommodate our growing Rockwell holdings and audiences. The 
new Museum opened in 1993. In that first year, more than 250,000 people crossed our threshold. Today, 
we are a national museum. We steward the world’s largest, most significant collection of Norman 
Rockwell, as well as growing collections of other notable American illustrators. 

Our Rockwell holdings drive a vibrant year-round exhibition program in Stockbridge, and an ambitious 
traveling exhibition program that has reached and continues to extend to every comer of America - from 
California and the Northwest, to Wyoming and Montana, to Alabama and Arkansas, to Texas and 
Louisiana, to most of the Midwest, to Georgia, Florida and the southern and mid-Atlantic states, and to 
New York and New England, Every year, more than 600,000 people see our exhibitions here in 
Stockbridge and across America. In 20 1 1 alone, 1 5 of our exhibitions traveled to 1 8 museums in 1 3 
states; in all, we estimate more than six million people have seen our Norman Rockwell collections. 

Each major exhibition is accompanied by an illustrated catalogue, and grade-specific study-guides and 
resources developed to support teachers and students in language and visual arts, history, and civics. Our 
commitment to education curricula and resources comes at a time when basic knowledge of America's 
history "is fading from our national memory," according to Bruce Cole, former Chairman of National 
Endowment for the Arts under President Bush, now serving on our Museum's Board of Trustees. He 
noted in a July 2010 Op-Ed in the Philadelphia Inquirer that "57 percent of 12th graders showed less 
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NORMAN ROCKWELL MUSEUM 

A non-profit educational museum in Stockbridge, Massachusetts 

than a basic level of knowledge of U.S. History ... and more than 80 percent of seniors at elite colleges 
and universities flunked a simple American history test." 

Maintaining relevance to younger generations is vital to our Museum's ability to educate and inspire. To 
this end, we developed and continue to augment a website with a WordPress platform and a social media 
strategy, with an intent to increase mobile access. Our website receives more than 450,000 visitors, 
drawn in part to our newly digitized Rockwell holdings which currently number more than 30,000 
images. Visitor numbers grow each month as we continue to expand our functionality, social media 
connectivity, and the number of uploaded Rockwell-related files, freely available to everyone. 

None of this would have been possible without IMLS intervention - providing significant infusions of 
competitive grants at critical junctures in our Museum's history over the past decade. 

Every one of these federal grants was leveraged successfully to secure matching funds from individual 
donors and large and small foundations across America. Such measures were imperative, as Mr. 
Rockwell's sizable holdings came into our possession without an endowment to preserve, conserve, or 
maintain them, and as our rural location challenges efforts to build a strong local funding base. 

Because our Rockwell exhibitions attract a national and global audience, visitation always fluctuates 
with the ups and downs of the national and global economy. Even in strong visitation years, the modest 
cost of admission (honoring Mr. Rockwell's wishes that his collection be accessible to the broadest of 
audiences) has never supported more than one-third of Museum operations. Thus, we needed to secure 
outside funds to address stewardship of our renowned collections - particularly oil paintings, drawings, 
photographs, correspondence, and other archival materials that needed critical conservation, 
preservation, organization, and ultimately digitization. Of note: digitization has made possible several 
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NORMAN ROCKWELL MUSEUM 

A non-profit educational museum in Stockbridge, Massachusetts 

important publications and exhibitions in recent years, among them, the acclaimed book Norman 
Rockwell: Behind the Camera (2009) by author Ron Schick, and our popular traveling exhibition by the 
same name; and Telling Stories: Norman Rockwell from the Collections of George Lucas and Steven 
Spielberg (2010) by Smithsonian American Art Museum curator Virginia Mecklenburg. 

An IMLS grant in 2006 enabled us to do in-depth cataloging, inventorying, and processing of 
Rockwell’s entire oeuvre; to integrate records, curatorial papers, conservation histories, and other 
disparate files into a collections software system; and to hire a webmaster and buy a browser and web 
access module - all with the goal of bringing this information into the public domain. Other vital IMLS 
grants followed: a 2008 grant to develop the Rockwell Center for American Visual Studies, the nation’s 
first research institute devoted to the field of American illustration art; and a 2009 grant to develop the 
means to bring our Rockwell database online, and to digitize a high-value collection of deteriorating 
acetate slides, film negatives, and motion picture film. 

In January 2010, our Rockwell collections database went online. Eight years in the making, this major 
achievement brings the work and life of Rockwell fully into the public light - enabling students, 
teachers, researchers, art appreciators, and other people around the world to peruse and study our vast 
collections online; fosters new scholarship as researchers are able to peruse our collections online from 
anywhere in the world; provides easier access to online publishing-photographic services; links our 
collections to other major collections in America; and makes people more aware of Rockwell's work and 
his singular impact on American art and culture. 

To conclude, IMLS has been instrumental in helping our modest-sized Museum build the infrastructure 
and resources we needed to care for our significant collections, and make them freely available to the 
American public through exhibitions across America, and through our website’s free online database. 
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Written Testimony of the Safe States Alliance to the House Appropriations Subcommittee on 
Labor, Health and Human Services, Education, and Related Agencies for the National Center for Injury 
Prevention and Control (NCIPC) at the Centers for Disease Control and Prevention (CDC) 

The Safe States Alliance is a national association representing public health injury and violence 
prevention professionals engaged in building a safer, healthier America. Safe States is pleased to submit written 
testimony regarding the critical need for continued funding in state and local public health department injury and 
violence prevention programs. As members of this Subcommittee, you understand that injuries and violence are 
a significant public health problem and impose great costs on society. 

Injuries are the leading cause of death among persons 1 - 44 years of age, and are a major cause of 
death, disability, and hospitalization for all age groups. Every three minutes, a person dies from a preventable 
injury. Every 45 minutes, one of those preventable deaths is a child. In fact, more than 500 people die each day 
and 180,000 die each year from injuries in the U.S. Over 29 million individuals survive non-fatal injuries, only 
to cope with painful recoveries and rehabilitation. Among the survivors are the nearly 9.2 million children under 
age 19 that are seen in emergency departments for injuries. 

Every year, injuries and violence will cost the U.S. $406 billion: over $80 billion in medical costs (6% 
of total health spending) and $326 billion in lost productivity. Long term disabilities from brain and spinal cord 
injuries, bums, and fall-related hip fractures frequently result in high-cost, extended care. Injuries, especially 
fractures, for persons age sixty-five and older make up a substantial proportion of Medicare expenditures. As the 
U.S, population continues to age, this problem will be an even more significant burden on the Medicare system. 

However, injuries and violence can be prevented, and their consequences can be reduced. For example: seat 
belts have saved an estimated 255,000 lives between 1975 and 2008; school-based programs to prevent violence 
have reduced violent behavior among high school students by 29 percent; and Tai chi and other exercise 
programs for older adults have been shown to reduce falls by as much as half among participants. 

The CDC Injury Center is the only federal agency that exclusively focuses on injury and violence 
prevention in home, recreational, and other non-occupational settings. It leads a coordinated public health 
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approach to addressing critical health and safety issues. Despite the enormous toll of injury and violence and the 
existence of cost-effective interventions, there is no dedicated and ongoing federal, state, or local funding to 
adequately respond to these problems. The CDC Injury Center only receives 2% of the CDC/ Agency for Toxic 
Substances and Disease Registry (ATSDR) budget to address the significant burden of injuries and violence 
nationwide. In FY 2012, the total Injury Center budget was only $137.7 million, down from $147 million in FY 
2011. 

The Safe States Alliance supports restoration of the Preventive Health and Health Services Block Grant to 
its FY 201 1 funding level of $100 million and restoration of the CDC Injury Center to its FY 201 1 funding level 
of $147.8 million. Preventable injuries exact a heavy burden on Americans through premature deaths and 
disabilities, pain and suffering, medical and rehabilitation costs, disruption of quality of life for families, and 
disruption of productivity for employers. Strengthening investments in public health injury and violence 
prevention programs is a critical step to keep Americans safe and productive for the 2 1 century. 

Safe States Alliance believes that all state and territorial health departments (SHDs) in the United States 
must have a comprehensive injury and violence surveillance and prevention programs, similar to other public 
health programs for chronic disease and infectious disease prevention. These programs must be adequately 
staffed and funded commensurate with the magnitude of the burden of injury and violence in each state with 
programs and expertise to address the leading causes of unintentional and violent injuries, and have disaster and 
terrorism epidemiology and injury mitigation programs. 

SHDs bring significant leadership to reduce injuries and injury-related health care costs by informing the 
development of public policies through data and evaluation; designing, implementing, and evaluating injury and 
violence prevention programs in cooperation with other agencies and organizations; collaborating with partners 
in health care and throughout the community; collecting and analyzing a variety of injury and violence data to 
identify high-risk groups; disseminating effective practices, and providing technical support and training to 
injury prevention partners and local-level public health professionals. The following are examples of how SHDs 
have prevented injuries and protected the lives of Americans throughout the United States: 
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• An estimated 3,143 lives potentially have been saved since 1998 as a result of CDC-funded smoke 
alarm installation and fire safety education programs in high-risk communities. In funded states, more 
than 487,800 smoke alarms have been installed in approximately 250,000 homes. High-risk homes that 
were targeted by the program included children age five and younger and adults age 65 and older. 

• The Bureau of Injury Prevention at the New York State Department of Health conducted a study which 
was published in the 2010 September issue of Pediatrics that found that the injury rate for motor vehicle 
crashes decreased by 1 8 percent for children 4 to 6 years of age after the state law requiring booster 
seats was implemented in 2005. 

• Oregon's Prescription Drug Monitoring Program (PDMP) was launched by the state Injury and Violence 
Prevention Section in 201 1 as s a tool to help patients better manage their prescriptions 24 hours a day, 
seven days a week. Within months, 76% of pharmacists were submitting to the PDMP system, over 
699,000 prescriptions had been submitted to the system, and 8,999 queries had been made by health 
care providers. The aggregate data that will be available will provide a vast new source of information 
for understanding the overdose epidemic in Oregon. 

• Following passage of Complete Streets legislation in Hawaii, the Injury Prevention and Control 
Program (IPCP) was selected to participate on a statewide taskforce which was responsible for 
providing guidance to the state and individual counties on road design that can safely accommodate all 
road users. 

• In 2010, with support from the CDC’s Core State Injury program, the Colorado State Health 
Department Injury Program provided the science and data on child passenger safety to state advocates. 
Changes to strengthen Colorado’s Child Passenger Safety Law were passed in August 2010. Colorado 
is now conducting a community education campaign about the change of law to support its law 
enforcement partners. 

• In 2007, Massachusetts Department of Public Health’s Traumatic Brain Injury (TBI) Task Force report 
identified sports concussions as a leading and growing cause of TBI in the state. In January 2009, the 
Massachusetts injury prevention planning group (MassPINN) - which is coordinated by the Department 
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of Public Health using CDC Core State Injury Program funds - forged a partnership with the Sports 
Legacy Institute and other partners to form the Massachusetts Youth Sports Concussion Prevention 
Team to raise awareness of the dangers of sports-related concussions and other head injuries among 
youth. Over a 14-month period, more than 1,500 CDC “Heads Up” kits were distributed and more than 
2,000 parents, coaches, and athletes were educated about the dangers of youth sports concussions. 

• The South Carolina Department of Health and Environmental Control (DHEC) used surveillance data 
collected and analyzed by staff supported through CDC’s Core State Injury program, to thoroughly 
understand the burden of older adult falls in their state and to inform partners on how this issue impacts 
quality of life for seniors. This data was used by a state workgroup and resulted in the funding and 
implementation of an evidence-based fear of fall prevention program in select communities. DHEC 
provides personnel time for instruction and funds to purchase training materials. 

When evidence-based injury prevention strategies are implemented, the estimated return on investment is 
substantial. For instance, home visitation programs have been demonstrated to be particularly effective in 
reducing child abuse and injury, and provide a cost savings of nearly $3 to $6 for every $1 spent. Other proven 
cost-effective injury prevention strategies include booster seats, child bicycle helmets, motorcycle helmets, 
sobriety checkpoints, smoke alarms and fall prevention for the elderly with total costs ranging from $3 1 to 
$9,600 each for cost-savings and total benefits to society' between $570 and $73,000 for each. 

Currently, NCIPC provides up to $250,000 to 28 SHDs through the Core Violence and Injury Prevention 
Program (VIPP) to maintain and enhance effective delivery systems for dissemination, implementation and 
evaluation of best practice programs and policies. This includes support for the SHDs and their local partners, 
as well as strategy-specific support for the implementation of direct best practice interventions. In addition. 
Core VIPP supports SHDs in their efforts to work toward integration and strategically align their resources for 
meaningful change. 

* The total benefit to society is defined as the amount injury prevention interventions saved by preventing injuries, 
including medical costs, other resource costs (police, fire services, property damages, etc.), work loss, and quality of life 
costs. These benefits are calculated in 2004 dollars. 
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According to Safe States Alliance's 2009 State of the States report, states received NCIPC Core funding 
were more likely to have a centralized program, a full-time director, and greater access to key injury data sets. 
They were more likely to provide support to local injury efforts, provide surveillance data and technical 
assistance. States with Core VIPP funding are also well-positioned to leverage additional resources, implement 
and evaluate interventions, and raise awareness of injury trends. 

CDC Injury Center’s Core Violence and Injury Prevention Program is the only program of its kind in 
the nation. No other federal agency funds overall injury and violence prevention capacity development. An 
additional investment of just $10 million would allow the CDC Injury Center to fund all state and territorial 
public health departments through the Core VIPP. This funding would allow for expansion and stabilization of 
resources for state injury and violence prevention programs; strengthening the ability of states to improve the 
collection and analysis of injury data, build coalitions, and establish partnerships to promote evidence-based 
interventions; and dissemination of proven injury and violence prevention strategies, with a focus on persons at 
highest risk. 

In addition to the Core VIPP program, SHDs rely on the CDC Preventive Health and Health Services 
Block Grant which provides approximately $20 million for injury and violence prevention, including 
approximately $6 million set-aside specifically for sexual assault prevention. According to initial findings from 
the 201 1 State of the States survey, 30 SHD injury and violence prevention programs reported receiving an 
average of $313,000 for injury and violence prevention efforts, much of which is used for local implementation 
of evidence-based practices. Safe States Alliance would like to thank the Committee for its consideration of this 
testimony. 
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Testimony Regarding Fiscal Year 2013 Appropriations for 
Title VIII Nursing Workforce Development Programs 

Match 29, 2012 

League 

Tor iSuremB 

Submitted by: National League for Nursing 

To; Subcommittee on Labor, Health & Human Services, Education, and Related Agencies, 
Committee on Appropriations, U.S. House of Representatives 
Agency Addressed: Health Resources and Services Administration 

The National League for Nursing (NLN) is the premiere organization dedicated to promoting 
excellence in nursing education to build a strong and diverse nursing workforce to advance the 
nation's health. With leaders in nursing education and nurse faculty across all types of nursing pro- 
grams in die United States - doctorate, master’s, baccalaureate, associate degree, diploma, and 
licensed practical ~ the NLN has more than 1,200 nursing school and health care agency members, 
36,000 individual members, and 27 regional constituent leagues. 

The NLN urges the subcommittee to fund the following Health Resources and Services Admin- 
istration (HRSA) nursing programs: 

■ The Nursing Workforce Development Programs, as authorized under Title Vlll of 
the Public Health Service Act, at $251,099 million in FY 2013; and 

■ The Nurse-Managed Health Clinics, as authorized under Title III of the Public 
Health Service Act, at $20 million in FY 2013. 


Nursing Education Is a Jobs Program 

According to the U.S. Bureau of Labor Statistics (BLS), the registered nurse (RN) workforce wffl 
grow by 26 percent ftom 2010 to 2020, resulting in 711,900 new jobs. This growth in the RN work- 
force represents the largest projected numeric job increase from 2010 to 2020 for all occupations. 
The March 9, 2012, BLS Employment Sitnatioa Summaiy — Febmaxy 2012 ]ike:w'ise. reinforces 
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the strength of the nursing workforce to the nation’s job growth. While the nation’s overall unem- 
ployment rate was little changed at 8.3 percent for February 2012, the employment in health care 
increased in February with the addition of 43,000 jobs (i.e., a 49 percent rise from January 2012) at 
ambulatory health care services, hospitals, and nursing and residential care facilities. 

Nursing is the predominant occupation in the health care industry, with mote than 3.854 million 
active, licensed RNs in the United States in 2010. BI.5 notes that health care is a critically important 
industrial complex in the nation. Growing steadily even during the depths of the recession, health 
care is virtually the only sector that added jobs to the economy on a net basis since 2001. Over the 
last 12 months, health care added 360,000 jobs, or an average of 30,000 jobs per month. 

The Nursing Workforce Development Programs provide training for entry-level and advanced 
degree nurses to improve the access to, and quality of, health care in underserved areas. The Title 
VIII nursing education programs are fundamental to the infrastructure delivering quality, cost- 
effective health care. 'I’he NLN applauds the subcommittee’s bipartisan efforts to recognize that a 
strong nursing workforce is essential to a health policy that provides high-value care for every dollar 
invested in capacity building for a 21st century nurse workforce. 

The current federal funding falls short of the health care inequities facing our nation. Absent 
consistent support, recent boosts to Tide VIII will not fulfill the expectation of paying down on 
asset investments to generate quaUty health outcomes; nor will episodic increases in funding fill the 
gap generated by a 14-year nurse and nurse faculty shortage felt throughout the entire U.S. health 
system. 


The Nurse Pipeline and Education Capacity 

Although the recession resulted in some stability in the short-term for the nurse workforce, pol- 
icy makers must not lose sight of the long-term growing demand for nurses in their districts and 
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states. The NLN’s findings from its Annual Surrey of Schools of Nursing - Academic Year 
2009-2010 cast a wide net on all types of nursing programs, from doctoral through diploma, to 
determine rates of application, enrollment, and gradttation. Key findings include: 

• Expansion of nursing education programs impeded by shortage of faculty and clinical 
placements. The overall capacity of prelicensure nursing education continues to fall well short 
of demand. Fully 42 percent of all qualified applications to basic RN programs were met with 
rejection in 2010. Associate degree in nursing (ADN) programs rejected 46 percent of qualified 
applications, compared with 37 percent of baccalaureate of science in nursing (BSN) programs. 
Notably, the nation's practical nursing (PN) programs turned away 40 percent of qualified appli- 
cations. A strong correlation exists between the shortage of nurse faculty and the inabihty of 
nursing programs to keep pace with the demand for new RNs. Increasing the productivity of 
education programs is a high priority in most states, but faculty recruitment is a glaring problem 
that win grow more severe. Without faculty to educate our future nurses, the shortage cannot be 
resolved. 

■ Yield rales continued to grow. Yield rates - a classic indicator of the competitiveness of col- 
lege admissions — remain extraordinarily high among pte- and post-hcensure nursing programs. 
A smnning 94 percent of all applicants accepted into ADN programs, and 93 percent of those 
accepted in PN programs, went on to enroll in 2010. Yield rates among the other program types 
were nearly as high, averaging 89 percent for RN-to-BSN programs; 86 percent for RN diploma 
programs, master’s in nursing (MSN) programs, and doctoral programs; and 84 percent for BSN 
programs. 
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Title VIII Federal Funding Reality 

Today’s undersized supply of appropriately prepared nurses and nurse faculty does not bode 
well for our nation. The Title VIII Nursing Workforce Development Programs are a comprehensive 
system of capacity-building strategies that provide students and schools of nursing with grants to 
strengthen education programs, including faculty recruitment and retention efforts, facility and 
equipment acquisition, clinical lab enhancements, and loans, scholarships, and services that enable 
students to overcome obstacles to completing their nursing education programs. HRSA’s Tide VIII 
data below provide perspective on a few of the current federal investments. 

Nurse Education, Practice, Quality, and Retention Grants (NEPQR) - NEPQR funds 
projects addressing the critical nursing shortage via initiatives designed to expand the nursing pipe- 
line, promote career mobility, provide continuing education, and support retention. In FY 2011, 
NEPQR funded 106 infrastructure grants, including the Nursing Assistant and Home Health Aide 
program awarding grants to 1 0 colleges or community-based training programs. 

Comprehensive Geriatric Education Program (CGEP) - CGEP funds training, curriculum 
development, faculty development, and continuing education for nursing personnel who care for 
older citizens. In academic year 2010-2011, 27 non-competing CGEP grantees provided education 
to 3,645 RNs, 1,238 RN students, 870 direct service workers, 569 licensed practical/vocational nurs- 
es, 264 faculty, and 5,344 allied health professionals. 

Advanced Nursing Education (ANE) Program - ANE supports infrastructure grants to 
schools of nursing for advanced practice programs preparing nurse-midwives, nurse anesthetists, 
clinical nurse specialists, nurse administrators, nurse educators, public health nurses, or other 
advanced level nurses. In academic year 2010-11, the ANE Program supported 151 advanced nurs- 
ing education projects and enrolled 7,863 advanced nursing education students. 
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Nurse-Managed Health Cunics (NMHC) 

NMHCs deliver comprehensive primary health care services, disease prevention, and health 
promotion in medically underserved areas for vulnerable populations. Approximately 58 percent of 
NMHC patients either are uninsured, Medicaid recipients, or self-pay. The complexity of care for 
these patients presents significant financial barriers, heavily affecting the sustainability of these clin- 
ics. While providing access points in areas where primary' care providers arc in short supply, expan- 
sion of NMHCs also increases the number of structured clinical teaching sites available to train 
nurses and other primary care providers. Appropriating $20 million in FY 2013 to NMHCs would 
increase access to primary care for thousands of uninsured people in rural and underserved urban 
communities. 

The NLN can state with authority that the deepening health inequities, inflated costs, and poor 
quality of health care outcomes in this country will not be reversed until the concurrent shortages of 
nurses and qualified nurse educators are addressed Your support will help ensure that nurses exist 
in the future who are prepared and qualified to take care of you, your family, and all those who will 
need out care. Without national efforts of some magnitude to match the health care reality facing 
our nation today, a calamity in nurse education and in health care generally may not be avoided. 

The NLN urges the subcommittee to strengthen the Title VIII Nursing Workforce 
Development Programs by funding them at a level o£ $251,099 million in FY 2013. We also 
recommend that the Nurse-Managed Health Clinics, as authorized under Tide III of the 
Public Health Service Act, be funded at $20 million in FY 2013. 

NLN Contact Information: 

Kathleen A. Ream 
Director, Government Affairs 
National League for Nursing 
408 Seward Square, SE, Suite 6 
Washington, DC 20003-1151 
Phone: 571-213-5662 
Email: kream@nln.org 
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National Association of ScmoL I^yokhoosts 

4340 East West Highway, Suite 402 
Bethesda, MD 20814 


Rione: 301-657-0270 

Fax: 301-657-0275 • TTY: 30I-6S7-4155 

W^: www.nasponline.org 


Enhancing the mental health and 
educational competence of all children. 


March 21, 2012 


Honorable Harold Rogers 
Chairman, Committee on Appropriations 
House of Representatives 
H-307, The Capitol Building 
Washington, DC 20515 

Honorable Denny Rehberg 
Chairman, Labor, Health and Human 
Services, Education, and Related Agencies 
2358'B Rayburn House Office Building 
Washington, DC 20515 

RE: Education Appropriations 

Dear Chairmen Rogers and Rehberg and Ranking 


Honorable Norman Dicks 

Ranking Member, Committee on Appropriations 

House of Representatives 

H-307, The Capitol Building 

Washington, DC 20515 

Honorable Rosa DeLauro 
Ranking Member, Labor, Health and Human 
Services, Education, and Related Agencies 
2358-B Rayburn House Office Building 
Washington, DC 20515 


Members Dicks and DeLauro: 


On behalf of the National Association of School Psychologists (NASP) we would like to thank you for the 
opportunity to submit written testimony regarding appropriations for 2013. NASP represents more than 26,000 
school psychologists who work with students, educators, and families to support the academic achievement, 
positive behavior, and mental wellness of all students, especially those who struggle with barriers to learning. 
School psychologists work with parents and educators to help shape Individual and system wide supports that 
provide the necessary prevention and intervention services to ensure that students all have access to the mental 


health, social-emotional, behavioral, and academic supports they need to be successful at school. As you embark 
on the important task of ensuring that tax dollars are spent wisely, wc urge you to provide the maximum 
appropriation possible to ensure that our nation's children are receiving the education they deserve. We also ask 
that you provide adequate funding for the following programs that are critical to student success. 


Eiementary and Secondary Education Act 
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Title 1 

Title 1 funds allow schools and school districts to help disadvantaged students achieve maximum success in 
school. Title 1 grants are formulary in nature and help provide instruction in reading, language arts, and 
mathematics through school wide approaches and/or targeted assistance programs. The president's FY 2013 
budget calls for $14.5 billion in funding; however, this funding for this program has remained largely unchanged 
despite increased student enrollment, rising poverty levels, and the continued impact of a weakened economy on 
state and local budgets. $45 billion dollars is a widely accepted figure that would represent full funding of this 
grant, which is the cornerstone of ESEA. Current funding levels represent almost a $30 billion shortfall and 
hampers state and local districts ability to improve the educational outcomes of their disadvantaged students. 

Title 1 was designed to ensure equal access to a high quality education for all of our nation's students. We urge 
you to increase the funding for this program so that all students, regardless of where they live, will receive a high 
quality public education. 

Title IV, Part A Safe and Drug-Free Schools and Communities 

This discretionary grant program funds national programs that focused on drug, violence, and hate crime 
prevention as well as school based mental health services. These programs and services are needed in schools to 
ensure that ail students are receiving an education in a safe environment, and that they are fully engaged for 
learning. Research indicates that students who feel safe and supported in schools perform better in terms of 
standardized test scores and high school graduation rates. The President's budget proposes consolidating this 
program into a new funding stream entitled Successful, Safe, and Healthy Students. If this plan is adopted, one of 
the few federal programs specifically intended to support mental health and prevention services that result in 
strong outcomes for students would be eliminated. Preventative measures are much more effective in terms of 
cost and student outcomes than reactive measures and we urge you to provide funding for this critical grant at no 
less than $750 million dollars. 


Title V, Part D, Subpart 2, Elementary and Secondary School Counseling Program 
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The Elementary and Secondary School Counseling Program (ESCCP) provides funds for school districts to 
establish or expand school counseling programs. It is the only federal grant program that provides funds to hire 
qualified school counselors, school psychologists and school social workers. The goals of this program are to 
expand students' access to school counseling and mental health support services, improve school climate and 
address barriers to learning, and ultimately increase student engagement and achievement. Students who have 
access to these critical supports perform better in school. Historically, this program has been proposed for 
consolidation; however, it has been funded since 2002. The Department of Education consistently receives almost 
10 times the number of grant applications than it is able to fund. The high demand for this program highlights the 
critical need of these funds to allow school districts to fully support the needs of their students and ensure that 
that qualified professionals are on hand to provide these services. The loss of funding for this program would 
mean reduced access to mental health services for tens of thousands of students. We urge you to provide at least 
level funding from FY 2012 ($52.3 million), but encourage you to increase funding for this much needed grant. 
Individuals with Disabilities Education Act 
Part B, IDEA State Grant Program. 

IDEA Part B provides federal support to help states and school districts to improve support services and 
education access for students with special needs. The cost of educating a student with a disability is approximately 
twice the cost of education a student without a disability. Under current law, the federal government is authorized 
to fund up to 40 percent of the additional cost of educating students with disabilities; unfortunately, federal 
contributions have never approached that goal and it has placed a tremendous burden on state and local school 
districts to meet the needs of students with disabilities. Although the president has requested level funding for 
IDEA Part B in his budget, this figure fails to recognize the steep funding cliff schools faced when funds from ARRA 
were no longer available. It also ignores the incremental glide path that Congress included as part of IDEA 2004 
which would put the government on a path to fulfilling the pledge of providing 40 percent of the cost to states. 

We urge you to provide the maximum appropriation possible to ensure that children with disabilities receive the 
quality education and support they are entitled to. 
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We appreciate the pressure your Committee faces to address the complex financial needsof our country. 
The Department of Education represents 3% of total federal budget and, despite the fact that K-12 student 
enrollment continues to rise, funding for education continues to be cut. A recent report released by the Council on 
Foreign Relations regarding U.S. Education and National Security further highlights the need to invest in our 
education system to ensure that the United States remains globally competitive and that our students graduate 
from high school ready to enter college or a career and become a productive member of society. We urge you to 
invest in increased spending for education to ensure the economic and national security of our nation. We also 
urge you to provide the maximum level of funds possible to ensure that our education system remains strong and 
our students achieve their maximum potential. 

Sincerely, 

Susan Gorin, CAE 

Executive Director 
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March 9, 2012 
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The Honorable Denny Rehberg 
Chairman 

Subcommittee on Labor, Health and Human Services and Education 
Committee on Appropriations 
2358-B Rayburn House Office Building 
Washington, DC 20515 


Chair-Elect 
Randy Mayer 
Iowa 

(SIS) 242.S1S0 


jane Cheeks 
Alabama 

Ralph Wilmoth 
Colorado 

Tom Liberti 
Florida 

Peter Whiticar 
Hawaii 

Mildred Willi.imson 


Sigga Jagne 
Kentucky 

DeAnn Gruber 
Louisiana 

Heather Hauck 
Maryland 

Laune Kops 
Montana 

Andrew Cans 
New Mexico 

Humberto Crui 
New York 

Jacquelyn Clymore 
North Carolina 

Jennifer Brown 
Utah 

Maria Courogen 
Washington 

jimVergeront 

Wisconsin 

Ex-Officio 

NASTAD Past Chair 
Ann Robbins 

Executive Director 
Julie Scofield 


Dear Mr. Chairman: 


On behalf of the National Alliance of State and Territorial AIDS Directors 
(NASTAD), I respectfully request the opportunity to testify before the 
subcommittee during the Public Witness hearings regarding FY2013 federal 
funding for the departments and agencies under your jurisdiction. NASTAD 
represents the chief state and territorial health department HIV/ AIDS program 
managers from across the country. 


NASTAD is interested in testifying to the Committee on the FY2013 appropriations 
for federal agencies that provide funding for HIV, AIDS, and viral hepatitis 
programs, including prevention activities at the Centers for Disease Control and 
Prevention and funding for the Ryan White Program through the Health Resources 
and Services Administration. 

Thank you very much for your consideration. I look forward to hearing from your 
subcommittee regarding our request to testify. 

Sincerely, 




Julie M. Scofield 
Executive Director 
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Statement of Gary Knell 
President and CEO, National Public Radio 

Before the Subcommittee on Labor, Health and Human Services, Education and Related 
Agencies, U.S. House Committee on Appropriations 

March 2012 

Dear Chairman Rehberg, Congresswoman DeLauro and Members of the Subcommittee, 

Thank you for this opportunity to urge the Subcommittee’s support for a federal investment in 
America’s distinctive public broadcasting system. Public broadcasting’s continuing service to 
communities in every comer of America is dependent on a diversified revenue base, including 
federal funding. For less money per American per year than a single cup of coffee, public 
broadcasting stations have become local community cornerstones that reflect local values and are 
built upon local control and local programming decisions. And this outstanding locally focused 
public service is widely supported by Americans from all walks of life. 

As the President and CEO of NPR, 1 offer this testimony on behalf of the public radio system, a 
uniquely American public service, non-for-profit media enterprise that includes NPR, our more 
than 950 public radio station partners, other producers and distributors of public radio 
programming including American Public Media (APM), Public Radio International (PRI), the 
Public Radio Exchange (PRX), and many stations, both large and small, that create and distribute 
content through the Public Radio Satellite System (PRSS). With your continued support for an 
annual federal appropriation of $445 million to the Corporation for Public Broadcasting, (CPB), 
every American will continue to have free access to the best in educational, news, information 
and cultural programming. 

Funding provided by Congress to the CPB supports the entire foundation of a system that has 
been one of America’s most successful models of a community-centric grant program. The 
revenue base provided by Congress enables stations to raise $6 for every federal grant dollar. 

And for every $1 that public radio stations invest in NPR programming, they are able to raise $3 
locally from audiences and local businesses. This enables local stations to invest more deeply in 
their own local news and cultural programming. The essential federal investment enables the 
American public to receive an enduring and daily return on investment that is heard, seen, read 
and experienced in public radio broadcasts, apps, podcasts, and on online. 

PUBLIC RADIO; IT’S ALL LOCAL 

Local is the cornerstone and watchword of public radio as stations connect with their 
communities and localize civil and civic discussions on reporting from around the world. Public 
radio stations are independently owned and operated, and are licensed to colleges, universities, 
community foundations, and other non-profit organizations. Stations serve their local 
communities by determining their own schedules. They are managed locally by professionals 
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who are accountable to community leaders and listeners who represent the diverse backgrounds 
of that community. Decisions about programming and services are made by people who live 
within the local community. That’s the way it used to be throughout much of the broadcast 
industry, and we think it’s the way it should be. Public radio stations set their own policies, 
make their own program decisions, and answer questions when their local listeners call or write. 
They respond to their listeners and respond to their needs because an actively-engaged audience 
in public radio’s calling card. Most of our system’s revenue is audience-sensitive, coming either 
from individual local contributors or from local businesses and foundations that support the work 
of our stations. 

Consider these recent statistics . . . Roughly 38 million Americans listen to public radio each 
week, more than the total combined circulation of the country’s top 64 newspapers, including 
USA Today, The Wall Street Journal, and the New York Times. Additionally, some 20 million 
visitors a month find public radio’s digital platforms, with some 30 million podcast downloads 
occurring each month. According to the Pew Research Center, NPR and public radio are the 
only news sources to see a meaningful increase in audience trust over the last 1 2 years. 

As the country’s largest non-profit news organization, public radio is uniquely positioned to 
respond to the ever evolving nature of delivering news, music and cultural affairs programming. 
Our network of local public radio stations reaches diverse communities, from the largest urban 
areas to the smallest rural enclaves. Public radio programming is rooted in the fundamentals of 
accuracy, transparency, independence, balance, and fairness that foster understanding for 
millions of Americans seeking information, context and insight. 

As a network of stations that produce local news and cultural programming and, with regional, 
national and international reporting capabilities that NPR, APM and others contribute, we are 
making a difference in the world beginning in each community you represent. On average, 44% 
of daily programming is locally produced by station staff, 28% is produced by NPR, and 28% 
comes from other public radio station producers and national distributors. Throughout the public 
radio station community, local and regional talk shows are mainstays of daily programming. 
Recent surveys show that the number of public radio stations carrying local news/talk 
programming rose from 595 to 68 1 stations, with hours aired each week increasing by more than 
ten percent. On average, 1 ,400 programming segments produced by local public radio stations 
were included in programming distributed nationally by NPR. 

Roughly 90 percent of stations produce local newscasts, airing both newscast and non-newscast 
content primarily on weekday drive time, especially morning drive-time. About half of all 
stations carry local news content during the weekends. Most stations - 74 percent - are 
producing stories other than newscasts each week to insert into Morning Edition and All Things 
Considered locally; and, most news stations - 88 percent - are producing and inserting stories, 
with a majority of these stations inserting five or more stories per week. Stations devote the 
most local news coverage and their reporters’ specific beat assignments to state-local-politics. 
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schools and education, arts and cultural events, environmental, health, and business issues. 

News format stations provide added coverage on local politics, education, and business, whereas 
music stations focus on arts and cultural affairs events. 

PUBLIC RADIO: MUSIC & CULTURE IN COMMUNITIES 

Public radio also provides an important and growing contribution to America’s music culture and 
America’s music economy. Some 480 public radio stations offer a mixed news and music 
programming format, with another 1 80 stations engaged entirely in music. Every year, public 
radio stations host and broadcast more than 3,000 in-studio and community-based performances. 
And every year, public radio stations broadcast more than 4.8 million hours of music 
programming. More than a third of all public-radio listening is to music. 

Classical, jazz, folk, independent, blue grass, world and eclectic are music formats offered by 
public radio stations in cities large and small, and all are being eliminated as economically 
unsustainable in the commercial market. As a result, in dozens of communities nationwide, the 
local public radio station is the only free and universally available source of music from these 
genres. This preservation role is complemented by the important promotional role public radio 
stations play in music today. Local stations actively highlight in-studio performances by 
emerging artists and local music events spanning all music genres. Audiences increasingly are 
turning to their local public radio stations as trusted sources for information on new artists and 
events. 

PUBLIC RADIO: INFORMATION IN TIMES OF CRISIS AND EMERGENCY 

By ensuring that public radio is widely available throughout the country, federal funding helps 
ensure that citizens have access to emergency and public safety information during national or 
local disasters. Public radio is a communications lifeline during times of emergencies, especially 
when the power grid is down. 98% of the U.S. population has access to a public radio signal. 
There are an estimated 800-900 million radios in the U.S and more than 38 million people listen 
to public radio each week. Radio is the most effective medium for informing a community of 
weather forecasts, traffic issues, services available, evacuations, and other emergency conditions. 
Everyone has access to a radio; they are portable and battery operated. In Indian Country, radio 
stations provide essential life saving information in many Native communities that do not have 
available or effective 91 1 services and have limited or no telephone access or broadband (one 
third have no telephone and less than 1 0% have internet access). 

The Federal Emergency Management Agency (FEMA) routinely advises the public to make sure 
that radios with batteries are on hand when major storms approach. When people are instructed 
to evacuate due to local crisis situations such as hurricanes, flooding, tornados, wildfires, ice 
storms, earthquakes and terrorist attacks, car radios become a primary instrument for receiving 
information about the emergency situation including evacuation routes and evacuation center 
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locations. Effective emergency warnings allow people to take actions that save lives, reduce 
damage, and reduce human suffering. 

Dedicated public radio personnel have worked and continued broadcasting through multiple 
crises such as the 9-1 1 attacks, hurricanes Andrew, Hannah, Katrina, Rita and Gustav, blackouts, 
wildfires, ice storms, earthquakes and floods. During the 9-1 1 tragedy, WNYC 93.9 FM / 820 
AM served as a 24/7 lifeline to hundreds of thousands of people, while in the days that followed 
station personnel provided a calm and recognizable voice that helped survivors cope. The station 
kept reporting even while its FM transmitter located on the World Trade Center was destroyed in 
the first attack. 

PUBLIC RADIO: SERVICE TO EVERYONE 

Many public radio stations also provide critical services to disabled Americans. Radio reading 
services in every major market in the United States provide millions of visually impaired persons 
the ability to function more independently in their communities. Our nation’s elderly and 
military veteran’s returning home injured or disabled from foreign combat duty depend on these 
broadcasts for their only access to current print-based news and information. 

Everyone with a visual impairment, physical disability or learning disability has a right to equal 
access to all forms of information available to the general public. Audio information services 
provide access to printed information for individuals who cannot read conventional print because 
of blindness or any other visual, physical or learning disability. Many audio information services 
provide service to institutions as well as to individuals, such as hospital rooms, assisted living 
facilities, low vision clinics, senior centers and other institutional care facilities where qualified 
listeners may reside or frequent. 

PUBLIC RADIO: A SOUND INVESTMENT 

At a time when the federal government is running a large deficit, every program and function of 
the government deserves to be scrutinized. A review of federal funding to public broadcasting is 
fair and to be expected. But the truth remains that the federal investment in the public radio and 
public broadcasting system provides one of the most effective returns of any program authorized 
by Congress. For a modest federal Investment of just $1 .39 per person per year, the country is 
provided with exceptional journalism and culturally-enriching programming that elevates the 
national dialogue and leads to a more informed citizenry. 

In closing Chairman Rehberg and Congresswoman DeLauro, I encourage you. Members of the 
Subcommittee and your staffs will visit and tour your local public radio stations to view first- 
hand how federal dollars are at work locally serving your constituents. 
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Institution: National Technical Institute for the Deaf (NTID), Rochester Institute of 
Technology (RIT) 

Submitted by: Dr. Gerard Buckley, President, NTID; Vice President and Dean, RIT 
Email: gbuckley@ntid.rit.edu Phone: (585) 475-6317 

I am pleased to present the FY 2013 budget request for NTID. NTID was created by 
Congress in 1965 and is one of nine colleges of RIT, in Rochester, N.Y. We provide 
university technical and professional education for students who are deaf and hard-of- 
hearing, leading to successful careers in high-demand fields for a sub-population of 
individuals historically facing high rates of unemployment and under-employment. We 
also provide baccalaureate and graduate level education for hearing students in 
professions serving deaf and hard-of-hearing individuals. NTID students live, study and 
socialize with more than 15,000 hearing students on the RIT campus. 

BUDGET REQUEST : On behalf of NTID, for FY 2013 I would like to request 
$70,577,000, of which $68,577,000 would be for operations and $2,000,000 for 
Construction. This funding is necessary to allow us to continue to support record levels 
of enrollment, respond to increased demand for access services, and address strategic 
initiatives. Construction funds will be used for major renovations to a building designed 
more than 30 years ago that houses two major NTID programs. 

I make this request within the context of definitive actions taken by NTID to recognize 
the difficult economic times in which we operate. In FY 2012, NTID operated with 
essentially the same level of Federal support as in FY 201 1 . We accomplished this 
through the sound management of resources that were available as well as reducing 
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3% of our headcount. We have continued to increase tuition and fees, as these are our 
primary sources of non-Federal support. Over the past six years, tuition and fees have 
increased by 40%. These non-Federal revenues now represent 27% of our operating 
budget - up from 9% in 1970. 


ENROLLMENT : In FY 2012 (Fall 201 1), we attracted the largest enrollment in our 
history - 1,547 students. Truly a national program, NTID has enrolled students from all 
50 states. Over the last six years, our enrollment has increased 24% (297 students). For 
FY 2013, NTID anticipates maintaining this record high enrollment level. 

NTID Enrollments: Six-Year History 


Fiscal 

Year 

Deaf/Hard-of-Hearing Students 

Hearing Students 

Grand 

Total 

Undergrad 

Grad 

RIT 

MSSE 

Sub- 

Total 

Interpreting 

Program 

MSSE 

Sub- 

Total 

2007 

1,017 

47 

31 

1,095 

130 

25 

155 

1,250 

2008 

1,103 

51 

31 

1,185 

130 

28 

158 

1,343 

2009 

1,212 

48 

24 

1,284 

135 

31 

166 

1,450 

2010 

1,237 

38 

32 

1,307 

138 

29 

167 

1,474 

2011 

1,263 

40 

29 

1,332 

147 

42 

189 

1,521 

2012 

1,281 

42 

31 

1,354 

160 

33 

193 

1,547 


STUDENT ACCOMPLISHMENTS : For our graduates, over the past five years, an 
average of 92% have been placed in jobs commensurate with their education level 
(using the Bureau of Labor Statistics methodology). Of our FY 2010 graduates (the 
most recent class for which numbers are available), 57% were employed in business 
and industry, 27% in education/non-profits, and 16% in government. Graduation from 
NTID has a demonstrably positive effect on students’ earnings over a lifetime, and 
results in a noteworthy reduction in dependence on Supplemental Security Income 
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(SSI), Social Security Disability Insurance (SSDI) and public assistance programs. In FY 
2007, NTID, the Social Security Administration, and Cornell University examined 
approximately 13,000 deaf and hard-of-hearing individuals who applied and attended 
NTID over our entire history. The studies show that NTID graduates over their lifetimes 
are employed at a much higher rate, earn substantially more (therefore paying 
significantly more in taxes), and participate at a much lower rate in SSI, SSDI, and 
public assistance programs than those who withdraw or who apply but do not attend 
NTID. Considering the reduced dependency on these federal income support programs, 
the federal investment in NTID not only makes a positive difference in individual 
earnings, but also returns significant societal dividends. 

STRATEGIC DECISIONS 2020 : In 2010, NTID completed Strategic Decisions 2020, 
a strategic plan based on our founding mission statement. This statement sets forth our 
institutional responsibility to work with students to develop their academic, career and 
life-long learning skills as future contributors in a rapidly changing world. Strategic 
Decisions 2020 establishes key initiatives responding to future challenges and shaping 
future opportunities. These initiatives include; 

• Pursuing enrollment targets and admissions and programming strategies that will 
result in increasing numbers of our graduates achieving baccalaureate degrees and 
higher, while maintaining focus and commitment to quality associate-level degree 
programs leading directly to the workplace; 
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• Improving services to underprepared students through working with regional 
partners to implement intensive summer academic preparation programs in selected 
high-growth, ethnically diverse areas of the country; 

• Expanding NTID’s role as a National Resource Center of Excellence regarding the 
education of deaf and hard-of-hearing students in senior high school (grades 10, 11 
and 12) and at the postsecondary level; and 

• Enhancing efforts to become a recognized national leader in exploring, adapting, 
testing, and implementing new technologies to enhance access to, and support of, 
learning by deaf and hard-of-hearing individuals. 

NTID ACADEMIC PROGRAMS : NTID offers high quality, career-focused associate 
degree programs preparing students for specific well-paying technical careers, NTID 
also is expanding the number of its transfer associate degree programs, currently 
numbering seven, to better serve the higher achieving segment of our student 
population seeking bachelor’s and master’s degrees in an increasingly demanding 
marketplace. In support of those deaf and hard-of-hearing students enrolled in the other 
RIT colleges, NTID provides a range of access services (including interpreting, real-time 
speech-to-text captioning, and notetaking) as well as tutoring services. One of NTID’s 
greatest strengths is our outstanding track record of assisting high-potential students to 
gain admission to, and graduate from, the other colleges of RIT at rates comparable to 
their hearing peers. A cooperative education (co-op) component is an integral part of 
academic programming at NTID and prepares students for success in the job market. A 
co-op gives students the opportunity to experience a real-life job situation and focus 
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their career choice. Over 250 students each year participate in 10-week co-op 
experiences that augment their academic studies, refine their social skills, and prepare 
them for the competitive working world. 

SUMMARY : It is extremely important that our FY 201 3 Operations funding be 
increased from the FY 2012 level as we continue our mission to prepare deaf and hard- 
of-hearing people to enter the workplace and society. Our alumni have demonstrated 
that they can achieve independence, contribute to society, and find sustainable 
employment as a result of NTID. We are hopeful that the members of the Committee 
will agree that NTID, with its long history of successful stewardship of federal funds and 
outstanding educational record of service with people who are deaf and hard-of-hearing, 
remains deserving of your support and confidence. Likewise, we will continue to 
demonstrate to Congress and the American people that NTID is a proven economic 
investment in the future of young deaf and hard-of-hearing citizens. Quite simply, NTID 
is a federal program that works. 
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Testimony of the National Consumer Law Center, on Behalf of Our Low-Income Clients 
Before the House Committee on Appropriations 
Subcommittee on Labor, Health & Human Services, Education, and Related Agencies 

FY 2013 Appropriations for the HHS Low Income Home Energy Assistance Program 

Prepared by Olivia Wein, Staff Attorney, National Consumer Law Center 
(202-452-6252, owein@nclc.org) 

The federal Low Income Home Energy Assistance Program (LIHEAP)' is the cornerstone of 
government efforts to help needy seniors and families stay warm and avoid hypothermia in the 
winter, as well as stay cool and avoid heat stress (even death) in the summer. LIHEAP is an 
important safety net program for low-income, unemployed and underemployed families 
struggling in this economy. The demand for LIHEAP assistance remains at record high levels. 

In FY 2011, the program helped an estimated 9 million low-income households afford their 
energy bills. 

One of the fastest growing segments of LIHEAP recipients is veterans. The number of LIHEAP 
recipient households with a veteran increased from 12% of all households served in FY 2008 to 
20% of all LIHEAP households in FY 201 1.^ 

Unemployment and poverty forecasts for 2013 indicate that the number of struggling households 
will remain at record high levels. In light of the crucial safety net function of this program in 
protecting the health and well-being of low-income seniors, the disabled, and families with very 
young children, we respectfully request that LIHEAP he fully funded at its authorized level of 
$5.1 billion for FY 2013. 

LIHEAP Provides Critical Help With Home Enci^ Bills for The Large Number of Low- 
Income Households Struggling to Move Forward in These Difficult Economic Times 

Funding LIHEAP at $5.1 billion for the regular program in FY 2013 is essential in light of the 
sharp increase in poverty and unemployment. It is telling that even with unusually warm winter 
temperatures, the size of home heating bills still remains beyond the ability to pay for struggling 

'42U.S.C. §§ 8621 etseq. 

’ LIHEAP Recipients by Veteran Status, IMEADA (Dec. 8, 201 1). Available at vvww.neada.org . 
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households.^ Ohio was hard hit by the great recession, losing 430,500 jobs.'' In that state, the 
total number of disconnections for gas and electric service for the year ending December 31, 

201 1 was 454,445. While the number of disconnections in 201 1 represents a modest increase 
over 2010 disconnections, this growth is cause for concern. Ohio strengthened its Percentage of 
Income Payment Program (PIPP) and other payment plans designed to help struggling low- 
income households afford their energy bills,^ yet the state faced a 30% reduction in LIHEAP 
funding from FY 201 1 . LIHEAP assistance is critical for helping these struggling families 
afford their heating bills. 

Despite milder winter temperatures this winter and lower natural gas bills in Iowa, a record 
number of low-income households have fallen behind on their energy bills. In February 2012, 
the number of low-income households with past due energy accounts was the second highest on 
record for this time of year since these data have been tracked. The Iowa LIHEAP program 
estimates that demand for assistance will remain strong and that it will be serving close to last 
year’s number of applicants, about 95,000 households. However, the size of the energy 
assistance has been cut back 25% due to the substantial cuts to the LIHEAP funding in FY 2012. 
Thus, as the data shows, the need for LIHEAP remains strong in this sluggish economy despite 
the milder temperatures and the mitigation in natural gas prices.'’ 

Data from Pennsylvania also demonstrate that an unusually mild winter cannot make up for cuts 
to vital energy assistance. Pennsylvania experienced a steady increase in enrollment for the 
regular LIHEAP program from FY 2008 to FY 2010, with 371,000 households served in 2008, 
547,000 in FY 2009. and 587,000 in FY 2010. However, due to the decreased LIHEAP funds, 
the projection for FY 2012 is down to 425,000. Utilities in Pennsylvania that are regulated by 
the Pennsylvania Public Utility Commission (PA PUC) have established universal service 
programs that assist utility customers in paying bills and reducing energy usage. Even with these 
programs, electric and natural gas utility customers find it difficult to keep pace with their energy 

’ See e.g., Steve Gravelle, Thousands of lowans Facing Utility Shutoff Despite Mild Winter, The Gazette, Mar. 22, 
2012. Available at http: thegazetl e.com '20 1 2. 03 22 t housands-of-iovtans- facing-utili tv-shutolT-despite-mild- 
vvinter 

’ The State of Poverty in Ohio: A Path to Recovery, Ohio Association of Community Action Agencies (May 20 1 1 ) 
at p.iv. 

^ Office of the Ohio Consumers' Counsel. 

Iowa Bureau of Energy Assistance. 
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burdens. The PA PUC estimates that more than 20,034 households entered the current heating 
season without heat-related utility service. This number includes about 2,559 households who are 
heating with potentially unsafe heating sources such as kerosene or electric space heaters and 
kitchen ovens. One harmful impact of unaffordable home energy is the abandonment of property 
that is no longer habitable. In mid-December 2011, an additional 13,136 residences where 
electric service was previously terminated were vacant and over 5,977 residences where natural 
gas service was terminated were vacant. In 201 1, the number of terminations increased 60% 
compared with terminations in 2004. As of December 2011, preliminary data shows that 19.4% 
of residential electric customers and 15.8% of natural gas customers were overdue on their 
energy bills.’ 

Unfortunately, the number of households around the country that are struggling to make ends 
meet remains very high due to the slow recovery from the great recession. According a Pew 
Fiscal Analysis Initiative report, as of December 201 1, 4 million jobless workers (which is more 
than the population of Oregon) have been unemployed for a year or longer.* While long-term 
unemployment has affected all age groups, older workers have been hit particularly hard by this 
downturn.'^ CBO’s budget and economic outlook report projects that unemployment will 
average 9.1 percent in 2013,'® far from the 5.3 percent that CBO estimates is the natural rate of 
unemployment." The U.S. Census reports the largest number in poverty in 52 years, 46.2 
million people in 2010.” 

Thus indications are that the demand for LIHEAP in FY 2013 will remain very strong as this 
program helps struggling households in a number of ways. LIHEAP protects the health and 
safety of the frail elderly, the very young and those with chronic health conditions, such as 


’ Pennsylvania Public Utilities Commission. 

* Pew Economic Policy Group Fiscal Analysis Initiative, Frve Long-Term Unemployment Questions, February 1, 
2012 at Question I. 

Id at Question 3. (“However, among people without jobs, unemployed older workers were the most likely to have 
been jobless for a year or more. For example, in the fourth quarter of 20 1 1 , more than 42 percent of unemployed 
workers older than 55 had been out of work for at least a year, a higher percentage than any other age category.’’) 

CBO, The Budget and Economic Outlook: Fiscal Years 2012 to 2022, Chpt. 2 The Economic Outlook Table 2- 1 . 
CBO’s Economic Projections for Calendar Years 2012 to 2022 (Jan, 2012) at p.27. 

" CBO, The Budget and Economic Outlook: Fiscal Years 2011 to 2021, Summary ( Jan. 20! 1) at Summary Table 
2 . 

U.S. Census, Income, Poverty, and Health Insurance Coverage in the United States:20l0 {Sept 201 1) at p. 14. 

NCLC 3 

FY2013 LIHEAP Appropriations 



586 


diabetes, that increase susceptibility to temperature extremes. LIHEAP assistance also helps keep 
families together by keeping homes habitable during the bitter cold winter and sweltering 
summers. 


LIHEAP Is a Critical Safety Net Program for the Elderly, the Disabled and Households 
With Young Children 

Dire Choices and Dire Consequences : Recent national studies have documented the dire choices 
low-income households face when energy bills are unaffordable. Because adequate heating and 
cooling are tied to the habitability of the home, low-income families will go to great lengths to 
pay their energy bills. Low-income households faced with unaffordable energy bills cut back on 
necessities such as food, medicine and medical care.'^ The U.S. Department of Agriculture has 
released a study that shows that low-income households, especially those with elderly persons, 
experience very low food security during heating and cooling seasons when energy bills are 
high.''' A pediatric study in Boston documented an increase in the number of extremely low 
weight children, age 6 to 24 months, in the three months following the coldest months, when 
compared to the rest of the year.'* Clearly, families are going without food during the winter to 
pay their heating bills, and their children fail to thrive and grow. A 2007 Colorado study found 
that the second leading cause of homelessness for families with children is the inability to pay for 
home energy.'" 


When people are unable to afford paying their home energy bills, dangerous and even fatal 
results occur. In the winter, families resort to using unsafe heating sources, such as space 


See e.g.. National Energy Assistance Directors' Association, 2011 National Energy Assistance Survey (Nov. 

201 l)(to pay their energy bills, 24% of LIHEAP recipients went without food, 37% went without medical or dental 
care, 34% did not fill or took less than the full dose of a prescribed medicine). Available at 
http: WWW. nea d a. ora new s /novO 1 2011 .html . 

Mark Nord and Linda S. Kantor, Seasonal Variation in Food Insecurity Is Associated with Heating and Cooling 
Costs Among Low-Income Elderly Americans, The Journal of Nutrition, 136 (Nov. 2006) 2939-2944. 

Deborah A. Frank, MD et ai. Heat or Eat: The Low Income Home Energy Assistance Program and Nutritional 
and Health Risks Among Children Less Than 3 years of Age, AAP Pediatrics v. 1 18, no. 5 (Nov. 2006) e 1293-el 302. 
See also. Child Health Impact Working Group, Unhealthy Consequences: Energy Costs and Child Health: A Child 
Health Impact Assessment Of Energy Costs And The Low Income Home Energy Assistance Program (Boston: Nov. 
2006) and the Testimony of Dr. Frank Before the Senate Committee on Health, Education, Labor and Pensions 
Subcommittee on Children and Families ( March 5, 2008). 

Colorado Interagency Council on Homelessness, Colorado Statewide Homeless Count Summer, 2006, research 
conducted by University of Colorado at Denver and Health Sciences Center (Feb, 2007). 
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heaters, ovens and burners, all of which are fire hazards. Space heaters pose 3 to 4 times more 
risk for fire and 1 8 to 25 times more risk for death than central heating. In 2007, space heaters 
accounted for 17 percent of home fires and 20 percent of home fire deaths.'’ In the summer, the 
inability to keep the home cool can be lethal, especially to seniors. According to the CDC, older 
adults, young children and persons with chronic medical conditions are particularly susceptible 
to heat-related illness and are at a high risk of heat-related death. The CDC reports that 3,442 
deaths resulted from exposure to extreme heat during 1999-2003.'* The CDC also notes that air- 
conditioning is the number one protective factor against heat-related illness and death.'" 

LIHEAP assistance helps these vulnerable seniors, young children and medically vulnerable 
persons keep their homes at safe temperatures during the winter and summer and also funds low- 
income weatherization work to make homes more energy efficient. 

LIHEAP is an administratively efficient’" and effective targeted health and safety program that 
works to bring fuel costs within a manageable range for vulnerable low-income seniors, the 
disabled and families with young children. LIHEAP must be fully funded at its authorized 
level of S5.1 billion in FY 2013 in light of unaffordable, but essential heating and cooling 
needs of millions of struggling households due to the record high unemployment levels 
during the slow recovery from the great recession.” 


’’ John R. Hall, Jr., Home Fires Involving Heating Equipment (Jan. 2010) at ix and 33. Also, 40% of home space 
heater fires involve devices coded as stoves. 

CDC, “Heat-Related Deaths - United States, 1999-2003” MMWR Weekly, July 28, 2006. 

CDC, “Extreme Heat; A Prevention Guide to Promote Your Personal Health and Safety” available at 
ht tD:/,'emergencv.cdc.aov/dis ast ers'extrem eh eat,'heal gu ide .asp . 

™ States can onlv spend 10% or less of their LIHEAP grant in administrative and planning costs. 42 U.S.C. § 8624 
(b)(9). 

“A large portion of the economic and human costs of the recession and slow recovery remain ahead Tho.se 

costs fall disproportionately on people who lose their jobs, who are displaced from their homes, or who own 
businesses that fail.” CBO, The Budget and Economic Outlook: Fiscal Years 2012 to 2022, Chpt. 2 The Economic 
Outlook at p.26. 
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Testimony of the National Nursing Centers Consortium 
Regarding 

Fiscal Year 2013 Appropriations for the Nurse-Managed Health Clinic Grant Program 

U.S. House Appropriations Subcommittee on Labor, Health and Human Services, 
Education, and Related Agencies 
Department of Health and Human Services 

March 29, 2012 

The National Nursing Centers Consortium (NNCC) is a 501(c)(3) member organization 
of nonprofit, nurse-managed health clinics, sometimes called nurse-managed health centers or 
NMHCs, The Affordable Care Act defines the term 'nurse-managed health clinic’ as a nurse 
practice arrangement, managed by advanced practice nurses, that provides primary care or 
vi/eilness services to underserved or vulnerable populations and that is associated with a school, 
college, university or department of nursing, federally qualified health center (FQHC), or 
independent nonprofit health or social services agency. Currently there are about 200 NMHCs 
in operation throughout the United States. Title III of the Public Health Service Act established 
the Nurse Managed Health Clinic Grant Program to provide NMHCs with a stable source of 
federal funding that would place them on footing similar to other safety-net providers. Although 
authorized, to date the Grant Program has received no appropriations. 
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The Value of NMHCs: Interdisciplinary Training in an Academic Setting 

Many of the nation’s leading nursing schools operate NMHCs. Since the clinics are 
affiliated with academic institutions, they naturally become workforce development sites and can 
provide clinical training opportunities for health profession students. In addition to training 
registered nurses and advance practice registered nurses (mostly nurse practitioners), many 
NMHCs have interdisciplinary partnerships with other academic programs allowing them to also 
provide learning opportunities for medical, pharmacy, dental, social work, public health, and 
other health profession students. NMHCs easily blend community health care with health care 
provider training and development. 

In October of 2010, HRSA released $14.8 million in Prevention and Public Health Fund 
dollars to fund ten NMHC grants. Since receiving funding the NMHC grantees have provided 
interdisciplinary clinical training to over 800 students of nursing, medicine, public health, and 
other health professions. In May of 2009, the NNCC conducted a survey of its members to 
measure their contribution to health professions education in the United States. Forty-four 
NMHCs in a mix of urban, rural, and suburban communities reported providing educational 
opportunities for nearly 3,100 students annually. The contribution by these clinics to the health 
care workforce is undeniable. 

The Value of NMHCs; Expanding Access to Care at a Lower Cost 

NMHCs act as essential safety-net providers in rural, urban, and suburban communities 
across the country. For many patients in medically undersen/ed areas, NMHCs and nurse 
practitioners are the only area primary care providers. These critical access points provide care 
to patients regardless of ability to pay and insurance status and keep patients out of the 
emergency room, saving the health care system millions of dollars annually. 

NMHCs also improve access by helping to build the capacity of the nation’s primary care 
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workforce. The United States is in serious need of primary care providers. By training nurse 
practitioners as community-based primary care providers, NMHCs are perfectly positioned to 
increase the number of providers while simultaneously providing needed primary care. 

By the end of 201 1 , the NMHC grantees that received federal funding in October of 201 0 
had served 27,000 patients and recorded over 72,000 patient encounters. Additionally, the 
grantees are providing care in communities with unprecedented need. For instance, one of the 
grantees provides care to residents of Galveston, Texas, a community still recovering from a 
devastating natural disaster. All this indicates that any federal funds provided to NMHCs will go 
to provide quality primary care in very needy communities. 

Finally, nurse practitioners that provide the primary care in NMHCs provide cost-effective 
care, which is critical in this time of fiscal uncertainty. In 1981 the Office of Technology 
Assessment first demonstrated that nurse practitioners perform comparable medical care tasks 
at a lower total cost than physicians.' Many studies have since reaffirmed that nurse 
practitioners provide high quality care for a lower overall cost.^ 

The Challenge In Sustaining NMHCs 

The patient population and payor mix of NMHCs is similar to that of Federally Qualified 
Health Centers. However, because many NMHCs are directly affiliated with academic schools 
of nursing, they cannot meet the governance requirements for Community Health Center 
funding. Without a stable source of funding to offset the cost of caring for the uninsured, several 
NMHCs have had to close, leaving patients without care. 

' LeRoy, L. & Solowitz, S. (1981). The Costs and Ettectiveness of Nurse Practitioners. Office of Technology 
Assessment. 

Coddington J. (2010). Quality of Care and Policy Barriers to Providing Health Care at a Pediatric Nurse-Managed 
Clinic. Journal of Pediatric Healthcare, 24 (5):e9; Eibner, E et al. (2009). Controlling Health Care Spending in 
Massachusetts: An Analysis of Options. RAND Health] Mehrota, A. et al. (2009). Comparing Costs and Quality of 
Care at Retail Clinics with that of Other Medical Settings tor 3 Common Illnesses. Annals of Internal Medicine, 151, 
321-323; Chenoweth, D. et al, (2008). Nurse Practitioner Services: Three-Year Impact on Health Care Costs. Journal 
of Occupational and Environmental Medicine, 50, 1293-1298 
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Request 

Because NMHCs are vital interdisciplinary training sites, help fill the gap in primary care 
by training primary care providers, and provide quality, affordable care to the most vulnerable 
people in their communities, the NNCC respectfully requests $20 million in fiscal year 2013 for 
the Nurse-Managed Health Clinic Grant Program, as authorized under Title ill of the Public 
Health Service Act. 
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National Psoriasis Foundation 

Written Testimony to the House Labor, Health and Human Services, Education, 
and Related Agencies (LHHS) Appropriations Subcommittee 

Fiscal Year (FY) 2013 Psoriasis and Psoriatic Arthritis Research Funding through 

the 

Department of Health and Human Services: National Institutes of Health and 
Centers for Disease Control and Prevention 

Submitted by: Sheila Rittenberg, 

National Psoriasis Foundation 
6600 SW 92nd Avenue, Suite 300, Portland, OR 97223 
Phone: (202) 230-5679 Email: srittenberg@psoriasis.org 

March 29, 2012 
Introduction and Overview 

The National Psoriasis Foundation (the Foundation) appreciates the opportunity to submit 
written public witness testimony regarding fiscal year (FY) 2013 federal funding for the 
implementation of the Centers for Disease Control and Prevention (CDC) psoriasis and psoriatic 
arthritis public health agenda. The Foundation is the largest psoriasis patient advocacy organization 
and charitable funder of psoriatic disease research worldwide, and exists to find a cure for psoriasis 
and psoriatic arthritis. Psoriasis, the nation’s most prevalent autoimmune disease, affecting as many 
as 7.5 million Americans, is a noncontagious, chronic, inflammatory, painful and disabling disease 
for which there is no cure. It is a systemic disease that appears on the skin, most often as red, scaly 
patches that itch, can bleed and require sophisticated medical intervention. Up to 30 percent of 
people with psoriasis also develop potentially disabling psoriatic arthritis that causes pain, stiffness 
and swelling in and around the joints. There are other serious risks associated with psoriasis— for 
example, diabetes, cardiovascular disease, stroke and some cancers. Of serious concern is that, 
beyond its terrible physical and psychosocial toll on individuals, psoriasis also costs the nation $11.25 
billion annually. 

The Foundation works with the research community and policymakers at all levels of 
government to advance policies and programs that will reduce and prevent suffering from psoriasis 
and psoriatic arthritis. In 2009, after examining existing scientific literature, clinical practice and 
other components of psoriasis and psoriatic arthritis research and care, the Foundation’s medical 
and scientific advisors recommended the creation of a federally-organized public health research 
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program for psoriasis and psoriatic arthritis to collect the information necessarj' to address the key 
scientific questions in the study and treatment of psoriatic disease. Responding to this 
recommendation, recognizing the significant economic and social costs of psoriasis and psoriatic 
arthritis and acknowledging the sizeable gap in the understanding of these difficult conditions, in FY 
2010, Congress protided $1.5 million to CDC to commence the first-ever government effort to 
identify what gaps exist. CDC has been an excellent steward of this federal funding and has been able 
to define a public health agenda for psoriasis while stretching these dollars over the course of three 
fiscal years. Unfortunately, without new funding for this program in FY 2013, CDC’s program will not 
continue. 

Since the initial appropriation, considerable progress has been made in developing this data 
collection program in a thoughtful and deliberate manner, and we commend CDC for its excellent 
methodology and undertaking of this important effort. Federal investment in this effort has allowed 
the CDC, along with other federal stakeholders, to identify the key gaps in psoriatic disease data, 
including prevalence, age of onset, health-related quality of life, health care utilization, burden of 
disease, direct and indirect costs, health disparities, comorbidities and an understanding of the 
course of the disease over time. To uncover these important public health issues, in 2010, CDC 
researchers collaborated with the Foundation’s scientific and medical advisors to establish a process 
by which a common basis for defining and diagnosing psoriasis will be created and validated. 

In the past year, CDC has identified the key data questions to be pursued and has drafted a 
robust and comprehensive agenda to increase the understanding of psoriasis, including the 
prevalence of the diseases and how age, sex, race and ethnicity affect the course and burden of 
psoriasis; study how differences in genetic and non-genetic factors, such as environmental exposure 
and life-style, contribute to the occurrence and severity of psoriasis and psoriatic arthritis; examine 
the relationship of psoriasis to other serious diseases and develop public health strategies to reduce 
the burden of diseases and prevent the onset of comorbid conditions; and finally gain insight into the 
long-term impact of psoriasis and psoriatic arthritis. 
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While the Foundation acknowledges the fiscal realities currently facing Congress and this 
nation, scientific discovery, at this moment, is poised to advance the understanding and treatment of 
psoriasis and psoriatic arthritis. As such, we respectfully request that Congress continue to support 
this important initiative by appropriating level funding, $1.2 million, in FY 2013, to enable CDC to 
implement the psoriasis and psoriatic public health agenda that has been established with previous 
funding. With FY 2013 funding, CDC researchers will be able to fill existing data gaps that will help 
improve treatments and disease management, identify new pathways for future research and drug 
development and inform efforts to reduce the burden of disease on patients, their families and 
society in general. 

The Impact of Psoriasis and Psoriatic Arthritis on the Nation 

Psoriasis requires steadfast treatment and lifelong attention. People with psoriasis also have 
significantly higher healthcare resource utilization, which costs more than that of the general 
population. Of serious and increasing concern is mounting evidence that people with psoriasis are at 
elevated risk for myriad other serious, chronic and life-threatening conditions, including 
cardiovascular disease, diabetes, stroke and some cancers. In addition, people with psoriasis 
experience higher rates of depression and anxiety, and people with severe psoriasis die four years 
younger, on average, than people without the disease. 

Despite some recent breakthroughs, many people with psoriasis and psoriatic arthritis 
remain in need of effective, safe, long-term and affordable therapies to allow them to function 
normally without both physical and emotional pain. Due to the nature of the disease, patients often 
have to cycle through available treatments, and while there are an increasing number of methods to 
control the disease, there is no cure. Many of the existing treatments can have serious side effects 
and can pose long-term risks for patients (e.g., suppress the immune system, deteriorate organ 
function, etc.). The lack of viable, long-term methods of control for psoriasis can be addressed 
through federal commitment to epidemiological, genetic, clinical and basic research. Research holds 
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the key to improved treatment of these diseases, better diagnosis of psoriatic arthritis and eventually 
a cure. 

The Role of CPC in Psoriasis and Psoriatic Arthritis Research 

Despite our increased understanding of the autoimmune underpinnings of psoriasis and its 
treatments, there is a dearth of population-based epidemiology data on psoriatic disease. The 
majority of existing studies of psoriasis are based on case reports, case series and cross-sectional 
studies, which are likely biased toward more severe disease. Several analytical studies have been 
performed to identify potentially modifiable risk factors (e.g., smoking, diet, etc.) and some have 
}nelded conflicting or inconsistent results. Most case-control studies looking for risk factors have 
been hospital-based, or specialty clinic-based, and again may be biased toward more severe disease, 
limiting their value for the larger population vdth psoriasis. Broadly-representative population-based 
studies of psoriasis reflecting the full spectrum of disease are lacking and needed because there are 
still wide gaps in our knowledge and understanding of psoriatic disease. 

CDC’s psoriasis data collection effort will help to provide scientists and clinicians with critical 
information to further their understanding of (a) how early intervention can prevent or delay the 
development of comorbid conditions; (b) what can trigger flares and remissions; (c) some of the 
underlying causes of disease; (d) how differentiating lifestyle and other environmental triggers might 
lead to approaches that minimize exposure to these factors, thus reducing the incidence and severity 
of disease; and (e) best practice treatments, which in turn, would assist in streamlining appropriate 
patient care and help reduce the use of ineffective, unnecessary and costly treatments with 
challenging side effects. 

Conclusion / Summary 

On behalf of the more than 7.5 million people with psoriasis and psoriatic arthritis, I want to 
thank the Committee for affording us the opportunity to submit -written testimony regarding the FY 
2013 investments we believe are necessary to ensure that our nation adequately addresses the needs 
of individuals and families affected by psoriatic disease. By allocating $1.2 million to implement 
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CDC’s psoriasis and psoriatic arthritis public health agenda, Congress will help ensure that the 
nation makes progress in understanding the connection between psoriasis and its comorbid 
conditions, uncovering the biologic aspects of psoriasis and other risk factors that lead to higher 
rates of comorbid conditions, and identifying ways to prevent and reduce the onset of comorbid 
conditions associated with psoriasis. Without this relatively small but significant funding, Congress 
would effectively render the initial investment null and void, but also could impede significant 
progress towards the nation’s understanding of these painful, expensive and debilitating 
autoimmune conditions. Please feel free to contact the Foundation at any time; we are happy to be a 
resource to Subcommittee members and your staff. 
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SUMMARY OF RECOMMENDATIONS FOR FYI3: 


1 ) $32 BILLION FOR THE NATIONAL INSTITUTES OF HEALTH (NIH) AND A 
CORRESPONDING INCREASE TO THE NATIONAL INSTITUTE OF DIABETES AND 
DIGESTIVE AND KIDNEY DISEASES (NIDDK). 

2) CONTINUE TO SUPPOR T THE NEPHROTIC SYNDROME RARE DISEASE CLINICAL 
RESEARCH NETWORK AT THE OFFICE OF RARE DISEASES RESEARCH (ORDR). 

3) SUPPORT CONTINUED EXPANSION OF THE FSGS/NS RESEARCH PORTFOLIO AT 
NIDDK AND THE NATIONAL INSTITUTE ON MINORITY HEALTH AND HEALTH 
DISPARITIES (NIMHD) BY FUNDING MORE RESEARCH PROPOSALS FOR 
GLOMERULAR DISEASE. 


Nephrotic syndrome (NS) is a collection of signs and symptoms caused by diseases that 
attack the kidney’s filtering system. These diseases include focal segmental glomerulosclerosis 
(FSGS), Minimal Change Disease (MCD) and Membranous Nephropathy (MN). When affected, 
the kidney filters leak protein from the blood into the urine and often cause kidney failure which 
requires dialysis or kidney transplantation. According to a Harvard University report, 73,000 
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people in the United States have lost their kidneys as a result of FSGS. Unfortunately, the causes 
of FSGS and other filter diseases are very poorly understood. 

FSGS is the second leading cause of NS and is especially difficult to treat. There is no 
known cure for FSGS and current treatments are difficult for patients to endure. These treatments 
include the use of steroids and other dangerous substances which lower the immune system and 
contribute to severe bacterial infections, high blood pressure and other problems in patients, 
particularly child patients. In addition, children with NS often experience growth retardation and 
heart disease. Finally, NS caused by FSGS, MCD or MN is idiopathic and can often reoccur, 
even after a kidney transplant. 

FSGS disproportionately affects minority populations and is five times more prevalent in 
the African American community. In a groundbreaking study funded by NIH, researchers found 
that FSGS is associated with two APOLI gene variants. These variants developed as an 
evolutionary response to African sleeping sickness and are common in African Americans. 

FSGS has a large social impact in the United States. FSGS leads to end-stage renal 
disease (ESRD) which is one of the most costly chronic diseases to manage. In 2007, the 
Medicare program alone spent $24 billion, 6% of its entire budget, on ESRD. In 2005, FSGS 
accounted for 12% of ESRD cases in the U.S., at an annual cost of $3 billion. It is estimated that 
there are currently approximately 20,000 Americans living with ESRD due to FSGS. 

Research on FSGS could achieve tremendous savings in federal health care costs and 
reduce health status disparities. For this reason, and on behalf of the thousands of families that 
are significantly affected by this disease, we recommend the following: 

1 ) $32 billion for the National Institutes of Health (NIH) and a corresponding increase to the 

National Institute of Diabetes and Digestive and Kidney Diseases (NIDDK), 
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2) Continue to support the Nephrotic Syndrome Rare Disease Clinical Research Network 
(NEPTUNE) at the Office of Rare Diseases Research (ORDR). 

3) Support continued expansion of the FSGS/NS research portfolio at NIDDK and the 
National Institute on Minority Health and Health Disparities (NIMHD) by funding more 
research proposals for glomerular disease. 

Encourage FSGS/NS Research at NIH 

There is no known cause or cure for FSGS and scientists tell us that much more research 
needs to be done on the basic science behind FSGS/NS. More research could lead to fewer 
patients undergoing ESRD and tremendous savings in health care costs in the United States. 

With collaboration from other Institutes and Centers, ORDR established the Rare Disease 
Clinical Research Network. This network provided an opportunity for the NephCure Foundation, 
the University of Michigan, and other university research health centers to come together to form 
the Nephrotic Syndrome Study Network (NEPTUNE). NEPTUNE is developing a database of 
NS patients who are interested in participating in clinical trials which would alleviate the 
problem faced by many rare disease groups of not having access to enough patients for research. 
We urge the subcommittee to continue its support for RDCRN and for NEPTUNE, which 
has tremendous potential to make significant advancements in NS and FSGS research. 

The NephCure Foundation is also grateful to the NIDDK for issuing a program 
announcement (PA) that serves to initiate grant proposals on glomerular disease. This PA was 
issued in March, 2007 and utilizes the ROl mechanism to award funding to glomerular disease 
researchers. In February, 2010 the PA was re-released and is now scheduled to expire in 2013. 
We ask the subeommittce to encourage NIDDK to continue to issue glomerular disease 


PAs. 
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Due to the disproportionate burden of FSGS on minority populations, the NephCure 
Foundation feels that it is appropriate for NIMFID to develop an interest in this research. We ask 

the subcommittee to encourage ORDR, NIDDK, and NIMHD to coUaborate on research 
that studies the incidence and cause of this disease among minority populations. We also 
ask the Subcommittee to urge NIDDK and the NIMHD to undertake culturally appropriate 
efforts aimed at educating minority populations about glomerular disease. 
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Testimony of the National Congress of American Indians 
Introduction 

The National Congress of American Indians (NCAI) is the oldest and largest 
American Indian organization in the United States. In 1944, NCAI was created by 
tribal leaders as a response to termination and assimilation policies that threatened the 
existence of American Indian and Alaska Native tribes. Since then, NCAI has fought 
to preserve the treaty rights and sovereign status of tribal governments, while ensuring 
that Indian people may fully participate in the political system. As the most 
representative organization of American Indian tribes, NCAI ser\'es the broad interests 
of tribal governments across the nation. 

Tribal nations in the United States are vastly diverse — as are the citizens that comprise 
them — but in the modem era, the common element responsible for revitalizing tribal 
homelands is tribal sovereignty at work. Effective self-rule requires that the United 
States respect tribes’ inherent rights of self-government and self-determination and 
that the federal government honor its trust obligations to Native peoples in the federal 
budget. Addressing the health care needs of American Indians and Alaska Natives is 
one of the most important cornerstones of this federal trast responsibility. The budget 
for the Department of Health and Human Services should carry forward the trust 
responsibility and support tribal self-determination as a key element of health care 
reform while continuing the government’s partnership with tribes to improve Indian 
health. 

The foregoing FY 2013 tribal budget program requests have been compiled in 
collaboration with tribal leaders. Native organizations, and tribal budget consultation 
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bodies. Tribes respectfully request that these recommendations be included in the Labor, Health and 
Human Services, Education, and related agencies appropriations process. 

Administration on Aging 
Older Americans Act - Title VI 

• Provide $30 million for Parts A (Grants for Native Americans) and B (Grants for Native 
Hawaiians) of the Act. 

• Provide $8.3 million for the Native American Caregiver Support Program, and create a line 
item for training for tribal recipients. 

Programs under Title VI of the Older Americans Act are the primary vehicle for providing nutrition 
and other direct supportive services to American Indian, Alaska Native, and Native Hawaiian elders 
and their caregivers. However, these programs cannot be effective if not adequately funded. 

Older Americans Act - Title VII 

• Create a tribal set-aside of $2 million under Subtitle B of Title VII. 

Subtitle B of Title VII of the Older Americans Act authorizes a program for tribes, public agencies, 
or nonprofit organizations serving Native elders to assist in prioritizing issues concerning elder 
rights and to carry out related activities. A $2 million tribal set-aside should be created under 
Subtitle B to ensure that tribes have access to funds at a comparable level to states. 

Older Americans Act - Title IV 

• Provide $3 million for national minority aging organizations to build the capacity of 
community-based organizations to better serve American Indian and Alaska Native seniors. 

Language and cultural barriers severely restrict Native elder access to federal programs for which 
they are eligible, such as Social Security, Medicare, and Medicaid. Funding is needed to build 
capacity for tribal, minority, and other community-based aging organizations to .serve Native elders 
and enroll them in programs to which they are entitled. 

Administration for Children and Families 

Head Start 

• Exempt Head Start from budget-related reductions. 
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The Indian Head Start program comprehensively integrates education, health, and family services in 
a manner that closely mirrors a traditional Indian education model, making Indian Head Start one of 
the most successful federal programs operating in Indian Country. Despite these successes, 
inflation-adjusted Head Start funding has significantly declined in the past decade and as a result, 
less than 20 percent of age-eligible Indian children are enrolled in Indian Head Start. Recognizing 
that achieving a significant funding increase in FY 2013 will be difficult. Head Start should at least 
be held harmless from any reductions, Just as other low-income programs are held harmless in the 
Budget Control Act of 201 1 . 

Language Preservation Programs 

• Provide $12 million for Native language preservation, with $4 million designated to fund 
the Esther Martinez Language Programs through the Administration for Native Americans. 

Nationwide, tribes are combating the loss of traditional languages through culture and language 
programs. Tribal students in immersion programs often perform substantially better academically 
than Native students who have not participated in such programs.' As such, in 2013, the federal 
budget should include $12 million as part of the appropriation to the Administration for Native 
Americans for Native language preservation activities, with $4 million designated to support Esther 
Martinez Language Programs’ Native language immersion initiatives. 

Foster Care Initiative 

• Provide $20 million to fund Children’s Bureau foster care demonstration grants and track 
tribal awards. 

The goal of this Obama Administration initiative is to identify innovative strategies that improve 
outcomes for children in long-term foster care. Twenty million dollars in demonstration grants 
should be provided to tribes, states, and localities to test new, innovative strategies for improving 
outcomes for foster care children. 

Child Welfare Services 

• Increase the tribal allocation of Title IV-B, Subpart 1 by creating a 3 percent set-aside of the 
total appropriation. 

• Provide $200 million for Title IV-B, Subpart 2 — ^the full amount authorized for the 
discretionary component of the program that will benefit tribes and states. 
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The bare minimum needed to establish a child abuse and neglect prevention program in any tribal 
community is approximately $80,000. Title IV-B, Subpart 1 supports a significant portion of this 
amount, yet tribes are hindered in their ability to effectively administer a program as the majority of 
them are only eligible for small grants (less than $10,000, in most cases). No other consistent, stable 
source of funding is available to tribal governments to provide basic, preventive child welfare 
services. A 3 percent tribal set-aside of Title IV-B, Subpart 1 funding (within a total appropriation 
of $28 1 .7 million for this capped entitlement program) will allow for larger tribal grants to provide 
basic child welfare services to support Native families and protect Native children. 

In order for tribal courts to advance new practices and improve outcomes with children under their 
jurisdiction, they need access to funding that will support capacity building and innovative 
practices. Currently, the Title IV-B, Subpart 1 program allows the use of funds for family 
preservation purposes, but Title IV-B, Subpart 2 (the larger of the two programs) does not focus on 
family preservation. Title IV-B, Subpart 2 should be funded at $200 million — the full amount 
authorized under the Act for the discretionary component of the program — so tribes will receive 
increased resources from the 3 percent set-aside. 

Child Abuse Prevention and Treatment Act ICAPTAI 

• Provide a separate line item for tribal Title II grants and set-aside 3 percent of total funding 
for tribes and tribal consortia. 

Currently, tribes and migrant programs must compete with each other for a 1 percent set-aside of 
the total funding appropriated under Title II of CAPTA. Tribes and states have a governmental 
responsibility to ensure that foster care protections are provided to every child that is in an out-of- 
home placement under their jurisdiction and care. A 3 percent tribal set-aside, listed as a separate 
line item in the budget, will provide a base level of funding for every tribe, regardless of size, and 
give every tribal community an opportunity to establish a quality child abuse and neglect prevention 
program. 

Low-Income Home Energy Assistance Program (LIHEAP) 

• Maintain full funding levels for LIHEAP ($4.5 billion), with $51 million to tribes. 
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LIHEAP prevents families from having to make the choice between food and heat. With high 
unemployment and barriers to economic development, much of Indian Country cannot afford to pay 
for the rising costs of heat and power. Full funding of LIHEAP is crucial to address the extreme 
need for heating assistance in Indian Country. 

Substance Abuse and Mental Health Serntces Administration 
Behavioral Health 

• Provide $40 million to fund the Behavioral Health - Tribal Prevention Grant (BH-TPG). 
This proposed SAMHSA grant program has been authorized to award grants to tribes to evidence- 
based prevention practices in tribal communities. Funded through the prevention fund (authorized 
by the Affordable Care Act), the BH-TPG will be used to implement comprehensive prevention 
strategies to addre.ss the most serious mental health and substance abuse issues in tribal 
communities. 

Suicide Prevention 

• Provide a $6 million tribal set-aside for American Indian and Alaska Native suicide 
prevention programs under the Garrett Lee Smith Act. 

Suicide has reached epidemic proportions in some tribal communities. The Garrett Lee Smith 
Memorial Act of 2004 is the first federal law to provide specific funding for youth suicide 
prevention programs, authorizing $82 million in grants over three years through SAMHSA. 
Currently, tribes must compete with other institutions to access these funds. To assist tribal 
communities in accessing these funds, a line-item for tribal-specific resources is necessary'. 

Conclusion 

Thank you for your consideration of this testimony. For more information, please contact Ahniwake 
Rose, NC AI Director of Human Service Policy, at arose@ncai.org and Amber Ebarb, NCAI 
Legislative Associate, at aebafb@ncai.org . 


' See for example the cases profiled in Pease-Prett>- on Top, J. (2(K)3). Native American Langmge immersion: Innovative Naiive Education for 
Children & Famiites. Denver, CO: American Indiaai College Fund. 
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Good morning. Chairman Rehberg, Ranking Member DeLauro, and other distinguished 
members of the Appropriations Subcommittee on Labor, Health and Human Services, Education, 
and Related Agencies. My name is John Taylor and 1 am the President and CEO of the National 
Community Reinvestment Coalition. On behalf of NCRC, it is an honor to submit this testimony 
for the written record. 

My testimony today has two objectives. First, 1 wish to commend the President’s 
proposal to increase funding for the Older Americans Act in Fiscal Year 2013 and encourage 
Congress to support it. Second, I want to stress the need for Congress to do even more by 
restoring the funds previously cut from the Senior Community Service Employment Program. 
Your support of each of these requests will demonstrate our government’s awareness of the 
serious economic security issues facing our nation’s elderly and its commitment to solving them. 
We must do all that we can to protect the economic well-being of America’s seniors. 

For more than twenty years, the National Community Reinvestment Coalition has 
advocated on behalf of the economic interests of everyday Americans. Through our National 
Neighbors Silver program, we highlight the special concerns that relate to achieving economic 
security for older adults. By combining advocacy, community organizing, and direct service, we 
give older adults access to the tools that can improve their financial health and quality of life. 
What we’ve found is that the services provided by OAA are critical tools in the fight to preserve 
the economic security of America’s aging population. 

With rising housing costs and a shrinking affordable housing population, OAA services 
often the make the financial difference in determining whether our seniors can afford to age in 
place. More than half of America’s seniors survive on incomes that fail to cover basic expenses. 
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Indeed, there is not a single state in our union where the average income of older Americans is 
enough to cover their basic living costs.* OAA services like meal delivery, transportation 
assistance, and in-home medical care reduce the financial burden of living independently — 
making that possibility more likely. 

Housing is a core component of every American’s financial picture. So, it should come 
as no surprise that the housing crash and resulting financial crisis severely threatened the 
economic security of America’s seniors. The reality is that many older adults are still facing 
foreclosure and dealing with the fallout from losing significant home equity in their retirement 
years. Americans age 50 or older comprise nearly one-third of all foreclosures resulting from the 
housing market crash.^ Just last year, NCRC’s Housing Counseling Network provided 
foreclosure prevention services to 1,750 older adults. What most people fail to realize is that 
OAA plays an important role in helping older adults respond to the housing crisis by funding 
legal services. These services provide an important resource for helping older adults make 
informed decisions about their housing needs and options, especially when combined with 
traditional housing counseling. 

In addition to the money constraints caused by the housing crisis and shrinking affordable 
housing supply, many seniors suffered tremendous losses to their savings and retirement 
accounts because of the crisis. Fewer and fewer older adults can actually afford retirement and 
many lack the training or skills needed to be competitive in today’s workforce. In this context, 
restoring funding for one OAA program in particular is more critical than ever. 

’Greg Brown, “Millions of Older Americans Fall Short on Basics.” Money News, available at 

http://www.monevnews.com/Economv/Older.Americans-Basics- 

expenses/201Z/03/05/id/431379#ixzzloXDMUJIO . 

’ National Council on Aging, "Economic Security for Seniors: Fact Sheet." Available at http://www.ncoa.org/press- 
room/fact-sheets/economic-secu rlty-for.html. 
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The Senior Community Service Employment Program is the nation’s only workforce 
development program designed exclusively to maximize the contributions of seniors. The 
program is incredibly successful with 47% of enrolled participants finding paid work.^ That 
success demonstrates that a key component of ensuring the economic security of older adults lies 
in our willingness to empower seniors by teaching them the skills needed to be competitive in 
today’s workforce. 

Despite the rapidly expanding pool of capable seniors, the funding for SCSEP continues 
to be slashed. As a result, an estimated 58,000 job opportunities have been lost in the past year 
alone.'* Moreover, SCSEP’s current program structure prohibits cutting participants even when 
funding is reduced. This means that program administrators have even fewer resources to help 
those already enrolled and those on the waitlists may never find assistance. That reality should 
be unacceptable for anyone who cares about ensuring the economic security of America’s aging 
population. 

There is more that wc can and must do to foster the economic security of older adults. 
Our government must affirm its commitment to America's seniors by fully funding those 
programs that allow them to meet their basic needs and reinstating funding for programs that 
allow older adults to be contributing members of the workforce. The programs offered through 
OAA are critical to ensuring that our seniors are able to maintain their independence and dignity 
while aging in place. 


^ U.S. Dept, of Labor, "About SCSEP." Available at http;//www.doleta.gov/Seniors/html_docs/AboutSCSEP.cfm 
“ National Council on Aging, "SCSEP Success Story: Lin Doyle." Available at http://www.ncoa.ore/enhance- 
ecQnomic-securitv/mature-workers/scseD-success-storv-lin.htnnl 
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In conclusion, while NCRC commends the Administration’s budget proposal, we ask 
Congress to go one step further. In Fiscal Year 2013, please restore funding for SCSEP to $825 
Million. Economic security for older adults is about being able to live a safe, healthy, and self 
sufficient life. Whether that possibility exists for seniors depends upon your willingness to 
support OAA programs. 


5 



611 


NATIONAL 

COMMUNITY 

REINVESTMENT 

COALITION 




Testimony of Annette Smith, 

National Neighbors Silver Ambassador and Older American 


March 29, 2012 
Submitted to the 
United States House of Representatives 
Committee on Appropriations 
Subcommittee on 

Labor, Health and Human Services, Education, and Related Agencies 



612 


Greetings, Chairman Rehberg, Ranking Member DeLauro, and other distinguished members of 
the subcommittee. My name is Annette Smith and I am a 68-year-old woman living in Rocklin, 
California, It is an honor to submit this testimony before the Appropriations Subcommittee on Labor, 
Health and Human Services, Education, and Related Agencies. I believe that the government’s support 
of programs under the Older Americans Act is truly life-saving to millions of older adults in this 
country. By supporting the President’s proposed funding increase for the Older Americans Act in 2013, 
this Congress can show that it cares about the problems facing me and my fellow senior citizens and is 
willing to do something about them. I encourage you not to stop there. In addition to supporting the 
President’s proposed increases, I urge you to restore funding to the Department of Labor’s Senior 
Community Service Employment Program to its Fiscal Year 2010 level of $825 Million. 

I would like to talk about my experiences as a National Neighbors Silver Ambassador and as a 
community leader for the Lyn Roc Senior Complex. From each of these roles, I developed a deep 
understanding of the challenges facing my generation — especially those obstacles that affect our 
ability to remain in our homes. 

National Community Reinvestment Coalition’s National Neighbors Silver program is designed 
to empower, organize, and support economically vulnerable, older adults. It does so by offering a 
platform for community-based organizations, like mine, to develop and share solutions that keep 
seniors in their homes and help them age in place. Across the country. National Neighbors Silver 
partner organizations recruit older adults, including myself, to serve as community ambassadors. 
Together, we identify the critical financial concerns facing older adults and form plans to address those 


concerns. 
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1 reside in the Lyn Roc Senior Complex and am one of the founders of the Lyn Roc Tenant 
Association. Our board consists of individuals, ages 68 to 91, who fight to improve living conditions 
in our community and prevent mistreatment from occurring in our complex. We also play an active role 
in advocating on behalf of the housing needs of all older adults, both locally and nationally. In this 
role, 1 have witnessed the enormous importance of the OAA programs that allow my neighbors to age 
in place with dignity and confidence. Many of our community members are low-income individuals 
who would not be able to stay in their homes were it not for OAA programs. Transportation assistance 
and in-home medical care allows us to not only stay in our homes, but also maintain our independence. 
The medical screenings and nutrition programs help seniors in our community stay healthy and 
eliminate the sometimes impossible challenge of traveling for routine medical care. Finally, the legal 
services provided through the OAA equip seniors with the tools they need to fight back against 
individuals who seek to take advantage of their financial means. 

The truth is that seniors face unique challenges and hardships. Many of us cannot solve those 
problems alone and don’t know where to look for help. I am fortunate enough to live in a community 
with supportive neighbors, but these programs are of even greater importance to those without nearby 
family and friends. The OAA is a lifeline that allows many low-income seniors to meet their most 
basic needs while keeping our homes, our dignity, and our independence intact. 

In addition to helping seniors meet their basic needs, OAA’s SCSEP program is the best option 
to develop new skills to find jobs. 1 believe that almost every senior could benefit from the kind of job 
training made possible through SCSEP. The SCSEP program helps us take that next step when we 
want to re-enter the workforce and support ourselves. When you empower seniors through programs 
like SCSEP, you not only help the individual, you help entire communities. Older adults have the 
potential to make real changes in their communities that benefit everyone. 
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1 thank you again for your funding increase of the Older Americans Act. It is so important that 
we do everything in our power to support our older adults. Still, more can be done. Please restore 
funding for SCSEP for the benefit of seniors and their communities. 
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The Neurofibromatosis Network 

House Appropriations Subcommittee on Labor, Health and Human Services, Education 

Thank you for the opportunity to submit testimony to the Subcommittee on the importance of 
continued funding at the National Institutes of Health (NIH) for research on Neurofibromatosis 
(NF), a genetic disorder closely linked too many common diseases widespread among the 
American population. 

On behalf of the Neurofibromatosis (NF) Network, a national coalition of NF advocacy groups, I 
speak on behalf of the 100,000 Americans who suffer from NF as well as approximately 175 
million Americans who suffer from diseases and conditions linked to NF such as cancer, brain 
tumors, heart disease, memory loss, and learning disabilities. Thanks in large measure to this 
Subcommittee’s strong support, scientists have made enormous progress since the discovery of 
the NFl gene in 1990 resulting in clinical trials now being undertaken at NIH with broad 
implications for the general population. 

NF is a genetic disorder involving the uncontrolled growth of tumors along the nervous system 
which can result in terrible disfigurement, deformity, deafness, blindness, brain tumors, cancer, 
and even death. In addition, approximately one-half of children with NF suffer from learning 
disabilities. NF is the most common neurological disorder caused by a single gene and three 
times more common than Muscular Dystrophy and Cystic Fibrosis combined. There are three 
types of NF: NFl, which is more common, NF2, which primarily involves tumors causing 
deafness and balance problems, and schwannomatosis, the hallmark of which is severe pain. 
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While not all NF patients suffer from the most severe symptoms, all NF patients and their 
families live with the uncertainty of not knowing whether they will be seriously affected because 
NF is a highly variable and progressive disease. 

Researchers have determined that NF is closely linked to cancer, heart disease, learning 
disabilities, memory loss, brain tumors, and other disorders including deafness, blindness and 
orthopedic disorders, primarily because NF regulates important pathways common to these 
disorders such as the RAS, cAMP and PAK pathways. Research on NF therefore stands to 
benefit millions of Americans: 

Cancer - NF is closely linked to many of the most common forms of human cancer, affecting 
approximately 65 million Americans. In fact, NF shares these pathways with 70% of human 
cancers. Research has demonstrated that NF’s tumor suppressor protein, neurofibromin, inhibits 
RAS, one of the major malignancy causing growth proteins involved in 30 percent of all cancer. 
Accordingly, advances in NF research may well lead to treatments and cures not only for NF 
patients, but for all those who suffer from cancer and tumor-related disorders. Similar studies 
have also linked epidermal growth factor receptor (EGF-R) to malignant peripheral nerve sheath 
tumors (MPNSTs), a form of cancer which disproportionately strikes NF patients. 

Heart disease - Researchers have demonstrated that mice completely lacking in NFl have 
congenital heart disease that involves the endocardial cushions which form in the valves of the 
heart. This is because the same ras involved in cancer also causes heart valves to close. 
Neurofibromin, the protein produced by a normal NFl gene, suppresses ras, thus opening up the 
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heart valve. Promising new research has also connected NFl to cells lining the blood vessels of 
the heart, with implications for other vascular disorders including hypertension, which affects 
approximately 50 million Americans. Researchers believe that further understanding of how an 
NFl deficiency leads to heart disease may help to unravel molecular pathways involved in 
genetic and environmental causes of heart disease. 

Learnins disabilities - Learning disabilities are the most common neurological complication in 
children with NFl . Research aimed at rescuing learning deficits in children with NF could open 
the door to treatments affecting 35 million Americans and 5 percent of the world’s population 
who also suffer from learning disabilities. In NFl the neurocognitive disabilities range includes 
behavior, memory and plarming. Recent research has shown there are clear molecular links 
between autism spectrum disorder and NFl; as well as with many other cognitive disabilities. 
Tremendous research advances have recently led to the first clinical trials of drugs in children 
with NFl learning disabilities. These trials are showing promise. In addition because of the 
connection with other types of cognitive disorders such as autism, researchers and clinicians are 
actively collaborating on research and clinical studies, pooling knowledge and resources. It is 
anticipated that what we learn from these studies could have an enormous impact on the 
significant American population living with learning difficulties and could potentially save 
federal, state, and local governments, as well as school districts, billions of dollars aimually in 
special education costs resulting from a treatment for learning disabilities. 

Memory loss - Researchers have also determined that NF is closely linked to memory loss and 
are now investigating conducting clinical trials with drugs that may not only cure NF’s cognitive 
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disorders but also result in treating memory loss as well with enormous implications for patients 
who suffer from Alzheimer’s disease and other dementias. 

Deafness - NF2 accounts for approximately 5 percent of genetic forms of deafness. It is also 
related to other types of tumors, including schwannomas and meningiomas, as well as being a 
major cause of balance problems. 

The enormous promise of NF research, and its potential to benefit over 175 million Americans 
who suffer from diseases and conditions linked to NF, has gained increased recognition from 
Congress and the NIH. This is evidenced by the fact that eleven institutes are currently 
supporting NF research, and NIH’s total NF research portfolio has increased from $3 million in 
FY1990 to an estimated S24 million in FY2012. Given the potential offered by NF research for 
progress against a range of diseases, we are hopeful that the NIFI will continue to build on the 
successes of this program by funding this promising research and thereby continuing the 
enormous return on the taxpayers’ investment. 

We respectfully request that you include the following report language on NF research at the 
National Institutes of Health within your Fiscal Year 2013 Labor, Health and Human Services, 
Education Appropriations bill. 

Neurofibromatosis [NF] - The Committee supports efforts to increase funding and resources for 
NF research and treatment at multiple NIH Institutes. NF affected children and adults are at 
significant risk for the development of many forms of cancer; the Committee encourages NCI to 
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increase its NF research portfolio in fundamental basic science, translational research and 
clinical trials focused on NF. The Committee also encourages the NCI to support NF centers, 

NF clinical trials consortia, NF preclinical mouse models consortia, and biospecimen 
repositories. The Committee urges NHLBI to expand its investment in NF based on the increased 
prevalence of hypertension and congenital heart disease in this patient population. Because NF 
causes brain and nerve tumors and is associated with cognitive and behavioral problems, the 
Committee urges NINDS to continue to aggressively fund fundamental basic science research on 
NF relevant to nerve damage and repair, learning disabilities and attention deficit disorders. In 
addition, the Committee encourages the NICHD and NIMH to expand funding of basic and 
clinical NF research in the area of learning and behavioral disabilities. Children with NFI are 
prone to the development of severe bone deformities, including scoliosis; the Committee 
therefore encourages NIAMS to expand its NFI research portfolio. Since NF2 accounts for 
approximately 5 percent of genetic forms of deafness, the Committee encourages NIDCD to 
expand its investment in NF2 basic and clinical research. Based on the increased incidence of 
optic gliomas, vision loss, cataracts, and retinal abnormalities in NF, the Committee urges the 
NFJ to expand its NF research portfolio. Finally, the Committee encourages NHGRI to increase 
its investment in NF, given that NF represents a tractable model system to .study the genomics of 
cancer predisposition, learning and behavior problems, and bone abnormalities translatable to 
individualized medicine. 

We appreciate the Subcommittee’s strong support for NF research and will continue to work 
with you to ensure that opportunities for major advances in NF research are aggressively 
pursued. Thank you. 
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It is a privilege and honor to submit this statement on appropriations from the National 
Association of State Long-Term Care Ombudsman Programs (NASOP). Thank you for this 
opportunity to ask for the Subcommittee’s support of the Long-Term Care Ombudsman 
Program (LTCOP), which serves many older and disabled adults living in nursing homes 
and assisted living facilities, 

1 understand that this Subcommittee faces a strained financial situation and difficult choices 
this year and well into the future. However, it is my job and obligation under the law to 
inform you about the needs of millions of older adults living in nursing homes and assisted 
living facilities across the nation. 
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Since 1978, the LTCOP has been a core program of the Older Americans Act (OAA). It is 
the only program in the OAA that specifically serves residents of nursing homes and 
assisted living facilities. We all appreciate and value the importance of living in one’s o\«n 
home. The OAA provides critically needed home and community based services that often 
delay institutionalization. However, some elders can no longer live safely in their own 
homes and must move at some point in their lives to either an assisted living facility or a 
nursing home. These residents are usually frail and extremely vulnerable and rely on the 
advocacy services of the LTCOP. 

Each year, the LTCOP resolves hundreds of thousands of complaints made by or on behalf 
of residents. According to Fiscal Year 2010 data from the National Ombudsman Reporting 
System, 76 percent of these complaints are resolved or partially resolved to the satisfaction 
of residents. In order to improve our advocacy and services available to residents of long- 
term care facilities, NASOP recommends several augmentations to appropriations that 
support the work of the LTCOP. 

As Dr. Arthur Flemming (U.S. Commissioner on Aging under President Nixon) once 
commented about residents of long-term care facilities, “These are real people, with real 
problems.” Ombudsman representatives face thousands of cases of real neglect and 
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abuse each year and in thousands of cases, I believe we have prevented serious injury or 
death. 

NASOP requests $5.0 million to support the work of the LTCOP under the Elder Justice 
Act. This appropriation would allow us to hire additional staff and leverage that staff to 
recruit additional volunteers to help support the investigation of complaints of abuse, 
neglect, and exploitation of residents of nursing home and assisted living facilities. 

As long-term care services and supports have grown in scope and complexity, the LTCOP 
has not grown with them. While the mandate to serve residents in assisted living was 
added to our mission by the 1981 amendments to the OAA, there was no new funding 
authorization for this function. Nationally, while ombudsmen visited 79 percent of all 
nursing homes on a quarterly basis, only 46 percent of all board and care, assisted living 
and similar homes received a quarterly visit. 

Throughout the country, it has become increasingly difficult for LTCOPs to serve residents 
in assisted living. A lack of federal oversight of assisted living facilities means that we do 
not have clear definitions for the services delivered by these facilities and there is 
inconsistency in how these homes are regulated. Please keep in mind that the assisted 
living population now looks very much like the nursing home population in terms of frailty 
and need for services. Diminished resources and funding from states coupled with the 
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tremendous growth in the number of assisted living facilities present challenges to 
LTCOPs, which need to ensure that residents have regular and timely access to 
representatives of the program. In my own state of California, I have seen the number of 
assisted living and board and care facilities grow from 6,000 in 2002 to almost 8,000 today. 
At the same time, we have lost more than 40 percent of paid Ombudsman staff and 
approximately 30 percent of our volunteers. To advocate for these residents, we need the 
OAA to address the growth in demand for our services in assisted living facilities. 

NASOP requests $20.0 million to support 333 additional Ombudsman salaried staff at an 
estimated $60,000 average annual salary/fringe benefits and necessary staff training. This 
request adds new ombudsman positions specifically dedicated to providing Ombudsman 
services to residents of assisted living facilities and other community-based long- term care 
delivery systems, which currently suffer from a significant lack of personnel resources 
around the country. 

Finally, NASOP wants to acknowledge the importance and value of the National 
Ombudsman Resource Center (NORC). The NORC provides valuable and reliable 
technical assistance, training, and support to state and local LTCOPs. The caliber and 
quality of their trainings for ombudsmen are unrivaled. State ombudsmen turn to the 
NORC for their research and training needs on a daily basis. 
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NASOP requests an appropriation of $1 .0 million to support the work of the NORC in 
providing training and technical assistance to state and local LTCOPs. The NORC is 
currently funded at $550,000 per year; the very same level of funding it has received since 
1993. This request adds $450,000 to the line item for the NORC, which is such a critical 
component of the ombudsman program. The NORC plays an integral role in assuring the 
overall effectiveness of LTCOPs across the country through its training, educational 
materials, data analysis, and best practices efforts. 

On behalf of NASOP. thank you for this opportunity to share our requests for support of this 
important program that protects the health, safety, welfare, and rights of vulnerable older 
adults and persons with disabilities. 
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Testimony' of the National Congress of American Indians 

Introduction 

The National Congress of American Indians (NCAl) is the oldest and largest 
American Indian organization in the United States. In 1944, NCAI was created by 
tribal leaders as a response to termination and assimilation policies that threatened the 
existence of American Indian and Alaska Native tribes. Since then, NCAI has fought 
to preserve the treaty rights and sovereign status of tribal governments, while ensuring 
that Indian people may fully participate in the political system. As the most 
representative organization of American Indian tribes, NCAI serves the broad interests 
of tribal governments across the nation. 

Tribal nations in the United States are vastly diverse — as are the citizens that comprise 
them — but in the modem era. the common clement responsible for revitalizing tribal 
homelands is tribal sovereignty at work. Effective self-mle requires that the United 
States respect tribes’ inherent rights of self-government and self-determination and 
that the federal government honor its trust obligations to Native peoples in the federal 
budget. Investing in the education of American Indian and Alaska Native students is 
not only one most of the most important cornerstones of this federal tmst 
responsibility, but is also critical to economic revitalization for both Indian Country 
and the nation as a whole. 


Executive Director 

Jacqueline Jobnsoii Pata 

TIingit 


NCAI HEADQUARTERS 

1516 P Street, N.W. 
Washington, DC 20005 
202.466,7767 
202.466.7797 fax 
www.ncai.org 


Research repeatedly demonstrates that investments in education contribute to 
economic growth while also expanding opportunities for individual advancement. 
Unfortunately, when faced with tough budgetary decisions, policymakers and elected 
officials often target education and other social welfare budgets that require more 
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long-term investments. Even worse. Native youth and families are often the hardest hit by these 
cuts. As a result, schools in Indian Country face inadequate federal support, which leads to a 
shortage of staff, lack of support services, dilapidated facilities, and, ultimately, lower student 
achievement and limited educational opportunities. The federal government must live up to its 
commitment to providing a quality education for American Indian and Alaska Native students and 
for all of the nation’s students. 

The foregoing FY 2013 tribal budget program requests have been compiled in collaboration with 
tribal leaders. Native organizations, and tribal budget consultation bodies. Tribes respectfully 
request that these recommendations be included in the Labor, Health and Human Services, 
Education, and related agencies appropriations process. 

Department of Education 

Culturally Based Education 

• Provide $198.4 million for Title VII funding under the Elementary and Secondary 
Education Act. 

Title VII of the Elementary and Secondary Education Act, which provides essential support for 
culturally based education approaches for American Indian and Alaska Native students and 
addresses the unique educational and cultural needs of Native students, is severely underfunded. It 
is well-documented that Native students are more likely to thrive in environments that support their 
cultural identities.' Title VII has produced many success stories, but increased funding is needed in 
this area to close the achievement gap for Native students and to ensure continued support for 
Native cultures and language education. 

Impact Aid Funding 

• Provide $ 1 .395 billion for Impact Aid, Title Vlll funding under the Elementary and 
Secondary Education Act. 

Impact Aid provides resources to public schools whose tax bases are reduced because of federal 
activities, including the presence of an Indian reservation. Thousands of American Indian and 
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Alaska Native youth are served by reservation and other schools eligible for Impact Aid, including 
those located on or near tribal lands and those living on military bases." Yet, Impact Aid iunding 
has not kept pace with inflation. Past budgets have also failed to provide appropriate allocations for 
facilities construction, causing a tremendous backlog in new construction and leaving many public 
schools on reservations in desperate need of repair. 

Tribal Education Departments 

• Provide $5 million to fund Tribal Education Departments (TEDs). 

Five million dollars should be appropriated to the Department of Education to support Tribal 
Education Departments (TEDs). This appropriation is authorized by the Elementary and Secondary 
Education Act of 2001 . Congress provided the first appropriation of $2 million in the Department of 
Education’s Indian Education National Activities line for TEDs in the FY 2012 Consolidated 
Appropriations Act. With continued funding, the impact on Indian education would be significant. 

Currently, most tribes fund TEDs with non-federal sources of funding, federal funding from 
Johnson O’Malley, and sometimes limited Title VII Indian education formula grants from the 
Elementary and Secondary Education Act. TEDs have a wide range of budgets depending upon the 
tribe’s overall budget and priorities. TEDs serve thousands of American Indian and Alaska Native 
students nationwide in Bureau of Indian Education, tribal, and public schools. TEDs must have 
adequate financial support so they can serve the educational needs of these students at a comparable 
level to the students served by state education departments and agencies. 

Tribal Colleges and Universities 

• Provide $36 million for Title III-A grants under the Higher Education Act. 

Titles 111 and V of the Higher Education Act, known as Aid for Institutional Development 
programs, support institutions with a large proportion of financially disadvantaged students and low 
cost-per-student expenditures. Tribal Colleges and Universities (TCUs) clearly fit this definition. 

The nation’s 36 TCUs serve Native and non-Native students in some of the most impoverished 
areas in the nation, yet they are the country’s most poorly funded postsecondary institutions. 
Congress recognized the TCUs as emergent institutions, and as such, authorized a separate section 
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of Title III (Part A, Sec. 316) specifically to address their needs. Additionally, a separate section 
(Sec. 317) was created to address similar needs of Alaska Native and Native Hawaiian institutions. 
Section 316 is divided into two competitive grants programs: formula-funded basic development 
grants and competitive single-year facilities construction grants. Thirty-six million dollars should be 
provided in FY 2013 to fund these two competitive grant programs. 

Vocational Rehabilitation Services Projects for American Indians with Disabilities 

• Increase Vocational Rehabilitation Services Projects to $67 million and create a line item of 
$5 million for providing outreach to tribal recipients. 

According to the US Census, 24 percent of American Indians and Alaska Natives have a disability. 
High rates of diabetes, heart disease, and preventable accidents are among the issues that contribute 
to this troubling reality. This creates an extraordinary need for tribes to support their disabled 
citizens in becoming self-sufficient. Further, tribes have had limited access to funding for 
vocational rehabilitation and job training — such as funds made available under the American 
Recovery and Reinvestment Act (ARRA) — compared to states. An increase to $67 million would 
begin to put tribes on par with state governments. 

Department of Labor 

YouthBuild 

• Re.store the rural and tribal set-aside in the YouthBuild program and create a dedicated 5 
percent tribal set-aside of at least $4 million. 

The YouthBuild program assists disadvantaged, low-income youth ages 16-24 in obtaining 
education and work skills to be competitive candidates in the job market. When the program was 
transferred to Department of Labor in September 2006, the 10 percent set-aside for rural and tribal 
programs was eliminated. Given significant unemployment challenges and the growing Native 
youth population, it is essential that the 10 percent tribal and rural set-aside be restored, including a 
dedicated set-aside of 5 percent. Based on FY 201 1 and FY 2012 appropriations, we request a set- 
aside of at least 5 percent ($4 million) for tribal programs. 
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CON'CLIJSION 

Thank you for your consideration of this testimony. For more information, please contact Ahniwake 
Rose, NCAI Director of Fluman Service Policy, at aroseiaincai.org and Amber Ebarb, NCAI 
Legislatwe Associate, at ae barbfajncai.org . 


' Demmert, W. G, & Towner, J. C. (2003). A Review of the RexcBx:k Literature on the Irfluemes of Culturally Based Education on the Academic 
Performance of Native American Students. Portland, OR; Nortiiwest R^kmal Education^ Laboratof>’ 

" DeVoe, J, & Darling-C'hurchill, K, (2008). Status and Trends in tf^ Education of American Indians atid Alaska Natives. Wasliington, DC: 

US Department of Education, National Center for Education Statistics (^blictrtirat Number NCES 2008-084). 
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Chairman Rehberg, Ranking Member DeLauro and Members of the Subcommittee, on behalf of 
the National Association for College Admission Counseling (NACAC), thank you for the 
opportunity to submit testimony regarding the Fiscal Year 2013 Labor-Health and Human 
Services-Education Appropriations bill. 

Founded in 1937, NACAC is an organization of more than 12,000 professionals from around the 
world dedicated to serving students as they make choices about pursuing postsecondary 
education. NACAC is committed to maintaining high standards that foster ethical and social 
responsibility among those involved in the transition process, as outlined in the NACAC 
Statement of Principles of Good Practices (SPGP), which can be found on our website 
(www.nacacnet.org). Our members include school counselors, independent educational 
consultants, community-based organizations and counselor educators and college admissions 
officers, among others. 

It is clear that obtaining at least some education beyond high school is critically important to the 
success of individuals and the nation. For example, 

• According to the Department of Education, ninety percent of the fastest growing jobs in 
America require a postsecondary credential or training, yet only 40 percent, or 1 1 .5 
million, of 1 8-24 year olds were enrolled in college in 2008 according to the American 
Association of State Colleges and Universities. As a result, it is estimated that by 201 8, 
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the United States economy will face a shortage of at least 3 million postsecondary 
degrees; 

• The Georgetown Center on Education and the Workforce reports that graduates who earn 
a bachelor’s degree or higher can be expected to earn 74 percent more over a lifetime 
than those who only complete high schools; and 

• The Alliance for Excellent Education reported that the nearly 1 .2 million high school 
dropouts from the class of 2008 represent a $319 billion loss to the economy in lifetime 
earnings. It went on to say that reducing the dropout rate by 50 percent for a single high 
school class would result in home sales totaling as much as $10.5 billion and auto sales 
totaling $340 million. 

In short, helping students graduate high school and attend college, either at a 2 year or 4 year 
institution, is good for families and our economy. Based on NACAC’s research and 
collaborations with thirty other organizations in the Pathways to College Network, we have 
identified two major policy areas to improve college access; quality counseling and need-based 
financial aid. 

Access to quality counseling is a crucial component of students’ postsecondary educational 
planning and enrollment. High school students have many options available to them, but there 
are also a lot of questions students must answer as they decide which college to attend. Perhaps 
the most critical being what type of college is best for him/her and how to pay for it. School 
counselors play a crucial role in helping students answer these questions and make smart 
decisions about their future. Therefore, we urge the Subcommittee to at least maintain funding 
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for GEAR UP and TRIO in FY2013 as the programs received in FY12. These programs provide 
college counseling and early awareness services that are invaluable to students from low-income 
families, many of whom are the first in their families to attend college. 

In addition, we urge the Subcommittee to at least maintain funding for the Elementary and 
Secondary School Counseling Program (ESSCP) in FY2013 as it received in FY12 so that funds 
are available to secondary schools. The ESSCP is the only federal program devoted to creating 
and expanding counseling programs in schools. In addition to providing critical support for with 
social, emotional, and behavioral issues, counselors provide students with college and career 
counseling as they transition into adulthood. As part of the No Child Left Behind Act, Congress 
expanded the ESSCP to include secondary school activities. However, due to the program’s 
statutory funding trigger, secondary schools cannot benefit unless total funding exceeds $40 
million, with that base amount reserved for elementary schools. This funding trigger has been 
met each year since FY 2008, which has allowed middle and high schools to apply for grants. 

The national student-to-counselor ratio of 495 to 1 far exceeds the 250 to 1 ratio recommended 
by the American School Counselor Association and NACAC. Grants awarded through ESSCP 
help reduce the student-to-counselor ratios in low-income schools, ensuring that students receive 
high quality counseling when they need it. We urge the Subcommittee to at least maintain the 
level of funding for ESSCP in FY13. 

Another important component of college access is affordability. According to the Department of 
Education, for the 2009-10 academic year, aimual prices for undergraduate tuition, room, and 
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board was approximately $12,804 at public institutions and $32,184 at private institutions. 
Between 1999-2000 and 2009-10, prices for undergraduate tuition, room, and board at public 
institutions rose 37 percent, and prices at private institutions rose 25 percent, after adjusting for 
inflation. 

Unfortunately, the steadily increasing costs coupled with the struggling economy are making it 
difficult for many students to attend college. Federal financial aid programs are the most 
successful aid programs available to students. 

Therefore, we strongly urge you to at least maintain investment in the Pell Grant so that the 
maximum award keeps pace with the cost of postsecondary education and to avoid a shortfall. 
We encourage the Subcommittee to provide enough funding for a $5,635 maximum Pell Grant 
award, as the President called for in his budget. We also encourage the Subcommittee to provide 
at least level funding for other need-based aid programs, including Supplemental Educational 
Opportunity Grants (SEOG) and Work Study, to help make college more affordable for students. 

These programs are essential to keeping college affordable for students. As you know, 
businesses throughout the country' are seeking educated, highly skilled workers. Unfortunately, 
the demand for these workers outstrips supply and this issue will only be exacerbated if students 
are unable to afford college. NACAC recognizes that our country faces a challenging budgetary 
environment. However, investments in the nation’s schools and students are crucial to 
developing a productive and highly skilled workforce, increasing personal earnings and tax 
revenues and maintaining the global economic competiveness of the United States. 
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Again, thank you for the opportunity to provide written testimony to the Labor-Health and 
Human Services-Education Appropriations Subcommittee. 1 am happy to answer any questions 
you might have and may be reached at DHawkins@nacacnet.ore or (703) 299-6809. 
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Matronal AHEC 
Organization 


Connecting students to careers, 
protessionats to communities, 
and communities to better health. 


Headquarters Office 
7044 S. 13th Street 
Oak Creek, WI 53154 
Tei; (414) 908-4953 
(888) 412-7424 
Fax: (414) 768-8001 
www.nationalahec.org 
info@nationalahec.orq 


The National AHEC Organization supports and advances the AHEC Network to improve health by 
leading the nation in the recruitment, training and retention of a diverse health workforce for 
underserved communities. 


STATEMENT OF ROB TRACHTENBERG 
EXECUTIVE DIRECTOR 
NATIONAL AHEC ORGANIZATION 
7044 S. 13'" STREET 
OAK CREEK, WI 53154 

(414)908-4953 EXT. 131 rintrachtenberg@gmail.com 


REGARDING FISCAL YEAR 2013 APPROPRIATIONS 
FOR HRSA’S AREA HEALTH EDUCATION CENTER PROGRAM 

SUBMITTED FOR THE RECORD TO THE HOUSE APPROPRUTIONS SUBCOMMITTEE 
ON LABOR, HEALTH AND HUMAN SERVICES, EDUCATION, AND RELATED AGENCIES 

-MARCH 29, 2012 


The members ol'the National AHRC Organization (NAO) are pleased to submit fliis statement for foe tearrd 
recommending S33.I45 million in FY 2013 for the Area Health Education Center (AHEC) program 
authorized under TMes VII of the Public Health Service Act and administered through the Health 
Resources and Services Administration (HRSA). The NAO is the professional organization 
representing AHECs. The AHEC Program is an established and effective national primary care 
training network built on committed partnerships of 53 medical schools and academic centers. 
Additionally. 253 AHEC centers within 48 states and tens of thousands of community 
practitioners are affiliated with the AHECs national clinical training network 

AHEC is one of the Title VII Health Professions Training programs, originally authorized at the 
same time as the National Health Service Corps (NHSC) to create a complete mechanism to 
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Program 

provide primary care providers for Community Health Centers (CHCs) and other direct providers 
of health care sert'ices for underserved areas and populations. The plan envisioned by creators of 
the legislation was that the CHCs would provide direct service. The NHSC would be the 
mechanism to fund the education of providers and supply providers for underserved areas 
through scholarship and loan repayment commitments. The AHEC program would be the 
mechanism to recruit providers into primary health careers, diversify the workforce, and develop 
a passion for service to the underserved in these future providers, i.e. Area Health Education 
Centers are the workforce development, training and education machine for the nation’s health 
care safety-net programs. The AHEC program is focused on improving the quality, geographic 
distribution and diversity of the primary care healthcare workforce and eliminating the disparities 
in our nation’s healthcare system. 

AHECs develop and support the community based training of health professions students, 
particularly in rural and underserved areas. They recruit a diverse and broad range of students 
into health careers, and provide continuing education, library and other learning resources that 
improve the quality of community-based healthcare for underserved populations and areas. 

The Area Health Education Center program is effective and provides vital services and national 
infrastructure. Nationwide, over 379,000 students have been introduced to health career 
opportunities, and over 33,000 mostly minority and disadvantaged high school students received 
more than 20 hours each of health career exposure. Over 44,000 health professions students 
received training at 17,530 community-based sites, and furthermore; over 482,000 health 
professionals received continuing education through AHECs. AHECs perform these education 
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and training services through collaborative partnerships with Community Health Centers (CHCs) 
and the National Health Service Corps (NHSC), in addition to Rural Health Climes (RHCs), 
Critical Access Hospitals, (CAHs), Tribal clinics and Public Health Departments. 

Justification for Recommendations 

The AHEC network is an economic engine that fuels the recruitment, training, distribution, and 
retention of a national health workforce, AHEC stands for JOBS. 

• Primary Care services improve the health of the population, and therefore increase 
productivity of the U.S. workforce, while at the same time, contain costs within the US 
healthcare system. Primary care practitioners are the front-line in prevention of disease, 
providing cost savings in the United States healthcare system'. 

o AHECs are critical in the recruitment, training, and retention of the primary care 
workforce. 

• Research has demonstrated that the community-training network is the most effective 
recruitment tool for the health professions and those who teach remain longer in 
underserved areas and communities. 

o AHECs are in almost every county in the United States. 

• With the aging and growing population, the demand for primary' care workforce is far 
outpacing the supply. 

o AHECs continue to educate and train current workforce, as well as recruiting and 


preparing future workforce 
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• In 2010, AHECs trained 476,585 Health Professionals in 48 states in 13,842 Health 
Professions Shortage Areas (HPSAs) -- 26.4% of those trained were physicians 
(125,818). 

The AHEC network’s outcomes are the backbone of the nation’s community-based health 
professions training, with a focus on training primary care workforce. 

• HRS A has encouraged functional linkage between Bureau of Primary Care and Bureau of 
Health Professions Programs. AHECs have partnerships with over 1,000 Community 
Health Centers nationally to recruit, train, and retain health professionals who have the 
cultural and linguistic skills to serve in HRSA designated underserved areas. 

• AHECs via a cooperative agreement with HRSA are training 1 0,000 primary care 
providers throughout the county to address OIF/OEF/OND Veteran’s mental health, 
substance abuse, traumatic brain injury and post-traumatic stress for those not utilizing 
the VA system 
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National Association of Nutrition and Aging Services Programs 

1 61 2 K Street, NW Suite 400 Washington, DC 20006 
(202) 682-6899 (202) 223-2099 fax 
www.nanasp.org 


February 29, 2012 

The Honorable Denny Rehberg 
Chairman 

House Appropriations Committee-Labor, Health and Human Services, Education, and Related 

Agencies Subcommittee 

2358 Rayburn House Office Building 

Washington, DC 205 1 5 

The Honorable Rosa DeLauro 
Ranking Member 

House Appropriations Committee-Labor, Health and Human Services, Education, and Related 

Agencies Subcommittee 

2413 Rayburn House Office Building 

District of Columbia 205 1 5 

Dear Chairman Rehberg and Ranking Member DeLauro; 





On behalf of NANASP, the National Association of Nutrition and Aging Services Programs, we 
thank you for providing an opportimity to submit testimony as you consider an FY 2013 Labor- 
HHS and Education Appropriations bill. NANASP is a national membership organization of 
nearly 1 ,000 members working to provide older adults healthful food and nutrition through 
community-based services. We have 5 members from Montana and about 30 members in 
Connecticut who in turn serve hundreds of older adults every day. 


We are writing today to urge you to provide a much needed increase in funding for the 
senior nutrition programs in the Older Americans Act. These programs consist of the 
congregate and home-delivered (Meals on Wheels) nutrition programs along with the Nutrition 
Services Incentive Program (NSIP). Together, these programs are known as the Elderly 
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Nutrition Programs and all three keep millions of vulnerable older adults healthy and 
independent in their homes and communities by providing nutritious meals and needed 
socialization. 

These programs were forced to endure level funding in FY 2012 and if the President’s budget 
was to be adopted, the same fate would occur in FY 2013. Level funding is fine if costs 
associated with a program and the need for a program stay level as well. That is not the case 
with the Elderly Nutrition Programs. USDA has estimated that food costs are expected to 
increase by 3 percent. In addition, the price of gasoline has risen dramatically (up 12% since last 
year) as well as related energy costs which go to the heart of the nutrition programs that operate 
in congregate sites and who provide home-delivered meals on a daily basis. These costs have 
also reduced the ranks of volunteers for our programs. On the need side, many of our programs 
continue to have waiting lists or unmet needs. 

We would also proudly point out that the Elderly Nutrition Programs represent a sound and solid 
investment of the federal dollar. Our programs keep seniors at home and in the community and 
out of nursing homes and hospitals because they help prevent hunger and malnutrition. In the 
congregate and home-delivered meal programs, a senior can be fed for a year for about $1,300. 
This $1,300 is the same as the cost of 6 days in a nursing home or one day of hospitalization. In 
addition, for every $1 spent on home-delivered meals, an additional $3.35 is contributed from 
state, local and private funds. 

The Elderly Nutrition Programs celebrate their 40* anniversary this year. They have more than 
proven their value. It is not time to pull back on the commitment of the Older Americans Act. 

We urge you to provide the nutrition programs with a modest increase of at least 3 percent to 
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allow them to keep up with inflation. Level funding in reality is a reduction. Only if there is 
absolutely no other choice then do we urge level funding be maintained for FY 2013. 

In closing, another important priority for NANASP is SCSEP, the Senior Community Service 
Employment Program. The President’s FY 2013 budget once again proposes funding SCSEP at 
$448 million, w'hich represents a 45% cut which was first enacted in FY 201 1. The SCSEP 
program, also authorized by the Older Americans Act, is the only federal job training program 
targeted for older adults seeking employment and training assistance. Many SCSEP participants 
work in programs that serve older adults, including the Elderly Nutrition Programs. We urge 
you to restore funding for the SCSEP program to S600.4 million, the pre-ARRA funding 
level. 

Thank you for the opportunity to submit this testimony. Please feel free to contact us with any 
questions or if you need additional information. 

Sincerely, 


Paul Downey, President 



Robert B. Blancato, Executive Director 
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National Association of State Comprehensive Health Insurance Plans 

NASCHIP 


March 5, 2012 

The Honorable Denny Rehberg 
Chairman 

House Appropriations Committee-Labor, Health and Human Services, Education, and Related 

Agencies Subcommittee 

2358 Rayburn House Office Building 

Washington, DC 20515 

The Honorable Rosa DeLauro 
Ranking Member 

House Appropriations Committee-Labor, Health and Human Services, Education, and Related 

Agencies Subcommittee 

2413 Rayburn House Office Building 

District of Columbia 205 1 5 

Dear Chairman Rehberg and Ranking Member DeLauro: 


The National Association of State Comprehensive Health Insurance Plans (NASCHIP) writes to 
urge your support for a Fiscal Year 2013 appropriation of $55 million for the State High Risk 
Pool Funding Extension Act of 2006. 


This funding level would be what our programs received in FY 201 1 . Our programs which 
operate in 35 states (including Montana and Connecticut) and serve more than 200,000 persons 
with pre-existing conditions have been growing consistently year over year. Even with the 
advent of the Pre-Existing Condition Insurance Plans (PCIP) authorized under the Patient 
Protection and Affordable Care Act to serve individuals with pre-existing conditions, state pool 
enrollment continues to grow across the country. This is in part due to continued erosion of 
employer-sponsored coverage. 


National Association of State Comprehensive Health Insurance Plans 
5775 Wayzata Blvd. Suite 910 ■ St. Louis Park, MN 55416 
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FY 2012 funding to support the 35 state high risk pools was cut by $1 1 million or 25%. These 
cuts resulted in higher premiums and some of our most vulnerable citizens finding themselves 
unable to afford the health care services they need. Nearly half of all state high risk pools 
depend on the funding to directly buy-down premiums and other cost shares for low income pool 
members. Continuing with such dramatic cuts to this critical funding will ensure that more low 
income plan members may have to drop coverage altogether as premiums will be unaffordable. 

Contrast this to the lagging enrollment numbers for the totally separate PCIP program under the 
Affordable Care Act (with $5 billion in funding). The simple fact is not only do our state high 
risk pool programs predate the PCIP program but they are also distinct from PCIP because of the 
subsidy we provide in one-third of our states to low-income individuals offering discounts of 
between 1 8 and 67 percent. 

The Administration’s budget proposal for FY 2013 slashes funding to S22 million, another 50% 
reduction. The Administration’s justification for this draconian cut is based on the patently false 
premise that only six months of funding is needed for this program is FY 2013 because state 
exchanges will be fully operational and there will no need for the state high risk pool program. 
That is a misreading on the reality of the situation. Individuals covered by high risk pools will 
not be able to access insurance in the Exchange marketplace until January 1 , 2014 at the earliest. 
Therefore, our state high risk pools will require funding for the entire FY 2013 as they will be 
operational until at least December 31, 2013. State exchanges will not be ready to insure state 


National Association of State Comprehensive Health Insurance Plans 
5775 Wayzata Blvd. Suite 910 ■ St. Louis Park, MN 55416 
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high-risk pools members until after the close of FY 2013. Funding must be provided to ensure 
continuation of coverage through 2013 and a safe transition for these needy individuals in 2014. 

Our programs operate in every state represented on this Subcommittee. The funding level we 
seek is to simply allow us to continue our important work for the duration of FY 2013; therefore, 
our request is a funding level of $55 million. We suggest as an offset to support this funding 
level come with the authority to allow PCIP funds to be used to support state operational grants 
and low-income subsidies for those with preexisting conditions in the 35 states we serve. 


Thank you for your consideration and the opportunity to submit this testimony. 


Sincerely, 



Amie Goldman 

President 

NASCHIP 

agoldman@hirsp.org 

608.441.5777 

5775 Wayzata Blvd, Suite 910 
St. Louis Park, MN 55416 


National Association of State Comprehensive Health Insurance Plans 
5775 Wayzata Blvd. Suite 910 ■ St. Louis Park, MN 55416 
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Public Testimony for the Record by the 

NATIONAL ASSOCIATION FOR STATE COMMUNITY SERVICES PROGRAMS 
Related to Appropriations by the 

HOUSE APPROPRIATIONS SUBCOMMITTEE ON LABOR, 

HEALTH & HUMAN SERVICES, EDUCATION AND RELATED AGENCIES 
Concerning the 

COMMUNITY SERVICES BLOCK GRANT 

March 29, 2012 

Chairman Denny Rehberg, Ranking Member Rosa DeLauro, members of the committee, thank you for the opportunity to 
submit this testimony on behalf of the National Association for State Community Services Programs (NASCSP), the premier 
national association representing state administrators of the Department of Health and Human Services’ Community Services 
Block Grant (CSBG) and state directors of the Department of Energy’s Low-Income Weatherization Assistance Program. 

We thank Congress for Its past support of CSBG and look forward to working with you to build on the past success and to 
promote economic mobility for all Americans in the years ahead. We appreciate your support and need it now more than ever 
as more Americans face economic insecurity. 

NASCSP seeks continued funding of $713.63 million for CSBG in FY 2013 in order to build on the successes of the CSBG 
Network. We also ask Congress to further develop the role of the States to carry out an accreditation process of CSBG- 
ftinded organizations, invest in incubator and innovation grants to research high-impact anti-poverty strategies, and integrate 
other poverty-reducing programs into CSBG. With level funding, we believe that this already proven network, built on local 
solutions to community issues, is the nation’s answer to the economic plight that many Americans experience. 

Why CSBG, Why Now 

At a time when over 46 million Americans are living below the federal poverty level ($23,050 a year for a family of four), 
Americans support effective public solutions to this pressing issue. Americans need solutions like CSBG to bridge the gap 
between falling wages, job shortages, and high costs of living to keep them from slipping further into poverty. The strength 
of our nation depends on the prosperity of its citizens. CSBG can facilitate that prosperity and opportunity for all Americans. 

The CSBG Network is a proven provider of anti-poverty programs, supporting millions of low-income Americans on the path 
to economic security and self-sufficiency. By taking a local approach, the CSBG Network uses grassroots, innovative 
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strategies to alleviate poverty and provides a significant return on taxpayers’ investment. In 20 i 0, the CSBG Network 
leveraged $24.56 for every dollar of CSBG funding. 

N ASCSP sees several opportunities to expand the effectiveness and efficiency of the CSBG Network that would protect more 
communities across the United States from the devastating effects of poverty. These opportunities include: 

/. Further development of the role of the states to carr}> out an accreditation process of CSBG-funded organizations. 

An accreditation process that holds local agencies accountable to hi^ standards will ensure transparency and efficiency. 
This process, administered by the states, would ensure that all agencies are held accountable for good management 
practices and high-impact outcomes. 

2. Investment in innovative, high-impact anti-poverty strategies and programs/services. 

CSBG encourages agencies to innovate in combating the root causes of poverty. The legislation should allow the 
inclusion of special purpose and place-based strategies to address the range of needs identified in the community needs 
assessment. States need to expand their networks of community-based organizations in order to meet the needs of their 
communities. Additionally, incorporating special purpose agencies with high-impact strategies into the CSBG Network 
would advance the mission of ending poverty. 

3. Integration of TANF, WIA, and CSBG through legislative language, funding, and federal technical assistance 
The strength of the CSBG Network is based on the delivery of community-based coordinated services that enhance 
individual self-sufficiency. There is strong evidence to suggest that Temporary Assistance for Needy Families (TANF) 
and the Workforce Investment Act (WIA) recipients need intensive, comprehensive, and extended program activities as 
well as local, community-based approaches to become self-sufficient. The CSBG Network provides bundled services, 
creating a nationwide system where there is no “wrong door” for low-income people. Access problems growing out of 
ignorance about availability or the fragmented nature of funding sources could be reduced. The unique tri-partite 
representative board structure of Community Action Agencies (CAAs) assures local relevance and local investment in 
the CAAs’ programs. The pending reauthorization of CSBG, TANF, and WIA presents an opportunity to create a closer 
relationship between the three programs to the benefit of low-income working families. 

Background of CSBG 

CSBG is a federally-funded block grant that supports local anti-poverty efforts through state-administered networks of more 
than 1,000 CAAs that work to eliminate poverty, revitalize low-income communities, and empower low-income families to 
become self-sufficient and economically secure. 
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State administrators of CSBG are committed to ending poverty and maintaining high accountability standards through 
monitoring and technical assistance. As a conduit between the federal administration and agencies, states build public-private 
partnerships, support innovation, and advance best practices to ensure the most effective use of taxpayers’ money. Ivocal 
agencies utilize CSBG hands to leverage additional resources and to eliminate poverty through a variety of programs and 
services. While CAAs across the nation address similar issues, local needs determine unique approaches to addressing them. 

Poverty, while a national problem, looks different in every community. The CSBG Network strives to find local solutions to 
these community issues by conducting community needs assessments to identify with the needs, challenges, and resources in 
a local community. The community' needs assessments enables CAAs to provide the most effective and efficient programs 
and services, which fall into nine service categories outlined in the CSBG Act; employment, education, income management, 
housing, emergency services, nutrition, linkages, self-sufficiency, and health. 

National data compiled by NASCSP shows that CSBG serves a broad segment of low-income individuals and families. Data 
from fiscal year 2010 shows: 

• There arc 1 ,060 CAAs across the country, serving 99% of US counties. 

• CSBG serves one out of every four people in America below the Federal Poverty Guideline. 

• The majority of clients are female (57.7%), white (58.1%), renters (59.1%), and between the ages of 24 to 44 years old 
(25.2%) — ^the second largest group was children up to 5 years old (14%). 

• The majority of clients are receiving incomes from employment-related sources (57%). 

• Many of the families served were in “severe poverty” (33.5%), with incomes below 50% of the Federal Poverty 
Guideline. 

Successes of the CSBG Network 
Highlights of the CSBG Network 

• CSBG served 20.3 million Americans, including 8.5 million families in FY 2010, 

• Over the past five years, the CSBG Network has; 
o Helped over 644,000 people obtain a job, 

o Addressed 13.9 million barriers to employment through helping people acquire a job, obtain employment supports, 
and/or receive job training, 

o Expanded 22.2 million community opportunities or resources, which helped to stimulate community and economic 
development, and 
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o Facilitated 16.8 million opportunities for infants, children, youdi, parents, and other adults through developmental or 
enrichment programs. 

Success Stories of the CSBG Network 

Job Skills Training in Georgia Leads to Employment - Coastal Plain Area Economic Opportunity Authority, Inc. 

The Coastal Plain Area Economic Opportunity Authority, Inc. (Coastal Plain) contributed to improving the employment 
outlook in their community by creating programs that addressed die needs identified through a community needs assessment 
the agency conducted in 2010. Coastal Plain found that the number of unemployed individuals in their community increased 
significantly, and that many of those unemployed individuals lacked the communication and the Job-hunting skills necessary 
to obtain work in a competitive job market. Coastal Plain created a job-seeker training program that prepared participants for 
a successful job search by teaching them how to write a comprehensive resume and provided interview tactics to best convey 
their experience and knowledge to potential employers. 

Coastal Plain also created linkages with local businesses, which donated interview clothing and supplies, and community 
organizations, which offered Job leads, career fairs, continuing education opportunities, and online Job search tools. The 
agency met childcare needs by partnering with the State Department of Family and Children Services to secure affordable 
childcare. In 20 1 1 , of the 470 people who completed the program, 1 25 have found employment and the others continue to 
receive assistance with their job searches. As a CAA, Coastal Plains had the capacity to look at the needs of the community, 
develop a program to meet those needs, and provide comprehensive services to support Job-seekers. 

Helping Seniors Maintain Independent Living in Arizona - Community Action Human Resources Agency 

Living at home allows low-income seniors and disabled individuals to maintain their independence, which improves their 
quality of life — and saves taxpayers money. The Community Action Human Resources Agency (CAHRA) created the Home 
Alone Safe Alone (HASA) program to provide Pinal County seniors and disabled individuals with emergency notification 
devices that allowed them to remain independent without sacrificing their security and safety. 

This program is cost-effective and successful because it combines CSBG funds together with volunteer hours. CAHRA 
provides an Emergency Alert Pendant at no cost to income-eligible participants thanks to a partnership with the United Way, 
who covers the costs of the equipment. CSBG-fiinded CAHRA staff coordinates the program, the partners, and trained 
volunteers who install all safety hardware. 
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Since the program began eight years ago, CAHRA has helped nearly 1,000 low-income seniors and disabled individuals 
remain safe, secure, and independent through the HASA pro^am, including providing 227 devices to needy seniors and 
disabled individuals in the 2010 program year. 

Innovative Gardening in New York - Community Action of Orleans and Genesee, Inc. 

Recognizing that effective use of work release time for individuals incarcerated by the criminal justice system provides 
benefits to both the inmate and the local community. Community Action of Orleans and Genesee, Inc. reached out to a local 
prison facility to make efficient use of their land and inmate work release time through the Facility Garden Project. 

Through this collaboration, inmates plant, weed, and harvest fruits and vegetables with facility staff. They distribute these 
fruits and vegetables to the CAA and other nutrition programs. These local organizations in turn provide 800 low-income 
families with both raw food and prepared meals. The Facility Garden Project positively impacts low-income families and 
partner agencies in all of Orleans County and parts of Genesee County. In FY 2010, agencies across the service area helped 
distribute more than 3.000 pounds of assorted vegetables to disabled seniors, soup kitchen customers, emergency food 
customers, and low-income families. 

This innovative partnership yields positive results for the prison, community agencies, and low-income residents. CSBG 
funds were essential in creating this collaboration by funding project planners, staff who distributed the food to consumers, 
storage space for the vegetables, and space for cooking classes. 

Closing Statement 

CAAs funded by the CSBG are an important link in the social safety net. They comprise a nationwide, accountable network 
that has experience in developing innovative, high-impact anti-poverty strategies and programs that are based on local needs. 
The CSBG Network welcomes additional accountability through accreditation that will make the network even stronger. 

The CSBG Network uses resources to leverage more than $24 for each dollar of CSBG funds invested. CSBG bridges the 
gap between falling wages, job shortages, and high costs of living to keep working Americans from slipping further into 
poverty. CSBG already serves one out of every four people in America below the Federal Poverty Guideline. Strengthening 
CSBG is an effective, efficient way to meet our nation’s need for a strong and successful effort to bring economic 
opportunity to every American. 
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FY13 Funding: National Institute for Dental and Craniofacial Research 

Prepared for presentation to the U.S. House of Representatives 
Appropriations Subcommittee on 

Labor, Health & Human Services, Education, and Related Agencies 
Submitted By: 

Christian Stohler, DOS, DrMedDent 
President, 

Friends of the National Institute of Dental and Craniofacial Research (FNIDCR) 

1901 Pennsylvania Ave., NW, Suite 607, Washington, DC 20006 
www.fnidcr.orq • (202) 223-0667 • leQislativeiaifnidcr.ora 

March 29, 2012 

Mr. Chairman and distinguished Members of the Subcommittee, the members of the Friends of 
the National Institute of Dental and Craniofacial Research (FNIDCR), a leading broad-based 
consortium of individuals, academic institutions, patient advocate groups, dental societies, and 
corporations, that understands the importance of dental, oral and craniofacial health to our society, are 
requesting that FY201 3 funding for the National Institute of Dental and Craniofacial Research 
(NIDCR) be appropriated at a recommended level of 1.35% of the National Institutes of Health’s (NIH’s) 
total FY201 3 funding level. 

FY2012 funding for NIDCR is $411,488,000. The Administration’s FY2013 budget provides 
$408,212,000 for NIDCR, which is $3,276,000 less than the FY2012 level enacted by Congress. 

Although NIDCR federal funding has increased by a cumulative amount of $100 million since 
2001 , the reality is that NIDCR is not receiving its proper due. The percentage of NIH funding that 
NIDCR receives has steadily declined over the years — even when NIH’s budget doubled. From 1998 
to 201 1 , NIDCR's percentage of total NIH funding decreased from 1 .53% to 1 .33%, its lowest 
percentage in a decade . FNIDCR would welcome the opportunity to work with members of this 
Subcommittee to return NIDCR funding to a percentage of total NIH funding that is more reflective of 
the growth realized by NIH. We realize this must be a gradual approach. This is why FNIDCR is 
recommending a modest increase in NIDCR’s percentage of total NIH funding for FY2013 — 1.35%. 

NIDCR: A Renown Leader in Research 

For 64 years, NIDCR has been the leading sponsor of research and research training in 
biomedical and behavioral sciences. Its mission is to “improve oral, dental and craniofacial health 
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through research and research training, and by sharing science-based health information with the 
public and health care professionals. ” 

NIDCR meets its mission by: 

> Performing and supporting basic and clinical research; 

> Conducting and funding research training and career development programs to ensure 
an adequate number of talented, well-prepared and diverse investigators is sustained; 

> Coordinating and assisting relevant research and research-related activities among all 
sectors of the research community; and 

> Promoting the timely transfer of knowledge gained from research and its implications to 
health professionals, researchers, and policy-makers; and on the overall well-being of 
our society. 

In addition, NIDCR’s Gold Standard Peer Review System ensures that taxpayers’ dollars are being 
utilized in a wise, effective and productive manner. 

NIDCR Research Benefits All Americans 

Proper federal funding of NIDCR will transform the future of medical and dental practice to the 
benefit of our society and ease the burden on our nation’s healthcare system. Examples of where 
NIDCR research has and will benefit society are: 

Tooth Decay: Fluorides and sealants have cut the rate of the number of American adults, 
aged 45 and older, who are without teeth by more than half since the 1950s. Government 
investment in oral health research saved Americans $3 for every $1 invested. 

Oral Cancer Detection: Oral cancer affects 38,000 Americans each year and approximately 
22 Americans die each day from it. Sunrival rates are among the lowest of all the major 
cancers. It is difficult to detect and hard to predict its outcome. However, if detected in early 
stages, the five-year survival rate is 83 percent. NlDCR-supported research has yielded initial 
success with developing new diagnostic techniques that can lead to early detection and life- 
saving interventions. For example, oral cancer is the first cancer to have its biomarkers mapped 
using Salivary Diagnostics (see below), and the presence of these biomarkers resulted in an 
early diagnosis of oral cancer 93 percent of the time. Moreover, in FY 2011, NIDCR began a 
large-scale study to identify the early genetic changes that drive the development of oral cancer. 
Furthermore, as a testament to scientific discoveries, oral researchers have confirmed that oral 
cancer (traditionally thought of as being driven by extensive use of tobacco and alcohol) 
possesses a strong and growing link to Human Papilloma Virus (HPV). Going forward, NIDCR 
will support research aimed at gaining a clearer take on HPV-related oral cancers, including 
their incidence, risk factors, natural history and biology. 

Salivary Diagnostics. The promising prospect of using saliva as a diagnostic fluid to identify a 
number of emerging diseases, such as cancer, HIV/AIDS, and cardiovascular disease, is an 
example of the type of cutting-edge research being conducted and supported by NIDCR. 
Salivary Diagnostics, a non-invasive process, possesses advantages over traditional blood 
testing, including the absence of needles and the ability to be administered on-the-spot, yielding 
results in 10 minutes. 
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Genome-wide Association Studies: NIDCR is supporting the first genome-wide association 
studies, or “GWAS,” on cleft lip/cleft palate and dental caries. This is being done in 
collaboration between epidemiologists, geneticists, informatics experts, and environmental 
scientists. The studies offer significant potential for understanding the molecular and genetic 
basis of cleft lip/cleft palate and dental caries with the goal of improving the ability to predict and 
manage them by providing the first comprehensive compilation of the biological instructions 
required to construct the middle region of the human face and to define the genetics that create 
its developmental disorders, according to NIDCR. 

Moreover, NIDCR research benefits millions of Americans with: 

> Periodontal Disease 

> Chronic Dry Mouth 

> Chronic Facial and Oral Pain, and 

> Bone and Cartilage Regeneration 

How NIDCR Research Makes a Difference 

Because FNIDCR is a broad-based coalition of members, we are able to share first-hand 
perspectives from across the spectrum of the oral health community. 

National Foundation for Ectodermal Dysplasias: 

For several decades, individuals affected by ectodermal dysplasia (ED) have benefited from 
NIDCR-funded research using osseointegrated implants to correct problems with 
edentulism. That research was further validated by a recent retrospective study that concluded 
that such implants continue to be a safe and effective treatment. While former research is of 
great interest, it is the need for additional research that must be given consideration. For 
example, there has not been substantive research which supports or negates the value of 
materials used for augmentation of the alveolar ridge prior to placement of implants. As a 
result, patients are often the “guinea pigs” for clinicians, subjecting the patient to augmentation, 
failure, or infection. While NIDCR has been invaluable in moving ectodermal dysplasia research 
fonward, additional funding is necessary to help address past research funding shortfalls to meet 
the mission of NIDCR. 

Sjogren's Syndrome Foundation: 

NIDCR has given much-needed hope to approximately four million Americans who suffer from 
Sjogren’s syndrome, the second most common autoimmune connective tissue disease. 
Sjogren’s affects the moisture-producing glands, resulting in dry eye and dry mouth, and can 
involve any body organ or system leading to serious health consequences and a major impact 
on quality of life. Sjogren’s is a disease that crosses many specialties and was largely ignored 
by investigators until the NIDCR established a Sjogren’s clinic and became a leader to catalyze 
research into this complex disease. Recently, NIDCR funded an international registry that will 
help us better understand Sjogren’s and offer bio-specimens to researchers from around the 
world. NIDCR also issued a Request for Applications in Sjogren’s that has jumpstarted critical 
areas of research such as identification and elucidation of salivary and serum biomarkers and 
immune and genetic factors that contribute to disease development. NIDCR has helped make 
scientific workshops possible on topics such as Sjogren’s and lymphoma, which most frequently 
occurs in the salivary glands, leading to greater interest in this topic and collaborations among 
Immunologists, Oncologists, and Pathologists. Thanks to the active leadership of NIDCR, 
Sjogren’s syndrome is finally receiving the recognition it deserves as a leading autoimmune 
disease and is on the verge of novel discoveries during this new era of medical research. 
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University of California, Los Angeles, School of Denistry: 

Healing of Craniofacial Defects using Adipose-derived Stem Cells. Bone engineering using 
stem cells from adipose tissue (fat tissue) has enormous clinical potential for the treatment of 
congenital bone defects such as cleft palates. One of the most common craniofacial birth 
defects seen is the cleft palate with one in every 600 newborns being affected in each year in 
the U.S. Such defects may be able to be healed in the newborn using a combination of the 
newborn's own stem cells - derived from their fat - combined with specially designed scaffolds. 
Such a strategy, if successful, may also have applicability to other common craniofacial 
abnormalities in’ children thus decreasing the substantial financial burden imposed each year on 
the US medical system. 

University of North Carolina, Chapel Hill, School of Dentistry: 

For the past decade, the UNO School of Dentistry has been recognized internationally as having 
one of the foremost research programs. During this period, the school has been consistently 
ranked in the top ten for research funding from the National Institute of Dental and Craniofacial 
Research (NIDCR). In fact. NIDCR funding has been instrumental to ou r research program 
since 1967 when the then named NIDR funded Regional Dental Research Center that p rovidgd 
the infrastructure for fundamental fboth laboratory and patient-basedt research into relev ant ora! 
health problems . Current research activities and research programs within the School of 
Dentistry are found in diverse oral health areas including; craniofacial disorders, biomaterials, 
implantation, periodontal diseases, inflammatory processes, hard surface mineralization, protein 
structure-function, neurosensory mechanisms, genetics, dental materials, radiology, health 
services, health policy, and the study of oral and systemic diseases in human populations, 
Collaborkive research among faculty members within and across schools and universities has 
been a hallmark of our research programs. Major research areas of emphasis that depend on 
NIDCR funding include Oral Health Literacy; Craniofacial Conditions; Oral and Systemic 
Disease (study of co-morbid conditions in humans); as well as oral aspects of HIV infection, 
treatment, and prevention. Since virtually everyone has experienced pain, we are fortunate to 
have a world-class comprehensive pain research, education, and patient care program housed 
in our Regional Center for Neurosensory Disorders (CNSD). The CNSD is focused on 
understanding the processes that underlie persistent pain conditions and related sensory 
disorders and to translate new discoveries into clinical practices and procedures that improve 
diagnosis and treatment of patients who experience chronic pain conditions and related sensory 
disorders. The CNSD is substantially supported by multiple research grants from NIDCR. jn 
fact. NIDCR funding has accounted for approximately 70% of all research funding duriD.q.t_he 
last 10 years . 


Research Drives the Economy, Innovates 

Anticipated automatic spending cuts to federal agencies due to begin in 2013 threaten efforts to 
sustain investment in the NIDCR. However. 54% of Americans think that federal spending for mjdjcal 
and health research should be exempt from across-the-board cuts outlined in the Budget Control Act of 
2011 . according to a ResearchlAmerica-commissioned poll. FNIDCR maintains that an increase in 
medical research investment powers our innovation economy and provides life-saving treatments and 
cures. For example, a typical NIH grant supports the salaries of about seven high-tech Jobs. Moreover, 
cuts will only set the U.S. back at a time when other countnes are rapidly increasing investment in 
research. Eighty-five percent of likely voters are concerned about the impact of a decreased federal 
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investment in research, including the possibility of scientists leaving their profession or moving abroad 
to countries with a stronger investment in research, according to the poll. NIDCR-funded grants are 
contributing to our nation’s economy and are keeping scientists from looking abroad for work. FY201 1 
NIDCR-funded grants had presence in130 congressional districts (often multiple awards for a 
congressional district) in 43 states and territories. 855 grants were awarded for FY11. This equates to 
75 percent of NIDCR research funding being distributed to grantees at universities, dental schools, and 
medical schools, primarily in the United States. Therefore, a significant portion of NIDCR-funded 
research occurs off the NIH campus and around the country. However, this widespread nationwide 
NIDCR presence, in the form of an economic driver, will surely decline with decreased investment in 
research. 

Oral Health Disparities Centers 

Finally, through community-based disparities research funded by NIDCR, a difference is being 
made in meeting the health needs of our nation’s low-income, underserved, and high-risk populations. 
Sadly, this need was made apparent with the tragic passing of 12-year-old Deamonte Driver who died 
from a tooth infection in 2007. In FY09, for example, NIDCR functionally integrated three separate 
Health Disparity Centers at the University of California, San Francisco, University of Colorado, Denver, 
and Boston University to explore ways to prevent early childhood caries (ECC), which are painful and 
possess a costly impact. Three additional trials were scheduled for launch in FY 2012. 

RECOMMENDATION 

Sixty-five percent of Americans say it’s important that the U S. is a leader in medical and health 
research. Proper funding of medical and health research is essential to the overall health and well- 
being of our fellow Americans. We firmly contend that medical discoveries and advances from NIDCR 
funding lead to improvements in dental practices and change the scope of public health policies across 
the nation. Whether it is detecting a clear link between bacteria in the mouth and heart disease — or 
discovering how saliva can be used to detect early indications of disease — or searching for 
breakthroughs to help our combat veterans— we all benefit when we make NIDCR a priority. 

Therefore, based upon the merits of the research conducted by NIDCR, and its demonstrated benefits 
to the lives of countless Americans, we respectfully request the Subcommittee fund NIDCR at 
1,35% of NIH’s funding level, so that it can realize the full potential of its worthy mission and 
sustain the scientific research. 

Thank you for the opportunity to present our written testimony before the Subcommittee. 
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Testimony of the National Violence Prevention Network 
Concerning Fiscal Year 2013 Appropriations 

Submitted for the Record to the House Appropriations Subcommittee on 
Labor. Health and Human Services, Education, and Related Agencies - March 29, 2012 


Thank you for this opportunity to submit testimony in support of increased funding for the 
National Violent Death Reporting System (NVDRS), which is administered by the National 
Center for Injury Prevention and Control of the Centers for Disease Control and Prevention 
(CDC). The National Violence Prevention Network, a broad and diverse alliance of health and 
welfare, suicide and violence prevention, and law enforcement advocates supports increasing the 
FY 2013 funding level to $5 million to allow the CDC to expand NVDRS beyond the 1 8 states 
that currently participate in the program. FY 2012 NVDRS funding is $3.5 million. 


BACKGROUND 

Each year, about 50,000 Americans die violent deaths. Since 2003, suicide and homicide 
have been the second and third leading causes of death for people aged 1-39 years. An 
average of 89 people take their own lives every day. 

The NVDRS program makes better use of data that are already being collected by health, 
law enforcement, and social service agencies. The NVDRS program, in fact, does not 
require the collection of any new data. Instead it links together information that, when 
kept in separate compartments, is much less valuable as a tool to characterize and 
monitor violent deaths. With a clearer picture of why violent deaths occurs, law 
enforcement, public health officials and others can work together more effectively to 
identify those at risk and target effective preventive services. 
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Currently, NVDRS funding levels only allow the program to operate in 18 states, including 
Alaska, Colorado, Georgia, Kentucky, Maryland, Massachusetts, Michigan, New Jersey, 
New Mexico, North Carolina, Ohio, Oklahoma, Oregon, Rhode Island, South Carolina, 
Utah, Virginia, and Wisconsin. Six additional states, plus the District of Columbia, were 
previously approved for participation in the NVDRS, but were unable to join due to funding 
shortfalls: Connecticut, Illinois, Maine, Minnesota, New York, and Texas. Several other 
states have expressed an interest in Joining once new funding becomes available. While NVDRS 
is beginning to strengthen violence and suicide prevention efforts in the 18 participating states, 
many other states will lack this benefit until additional funding is allocated. 

NVDRS IN ACTION 

Child abuse and other violence involving children and adolescents remains a problem in 
America, and it is only through a comprehensive understanding of its root causes that these 
needless deaths can be prevented. Studies suggest that between 3.3 and 10 million children 
witness some form of domestic violence annually. Additionally, 1 ,770 children died as a result of 
abuse or neglect in 2009. 

Children are most vulnerable and most dependent on their caregivers during infancy and early 
childhood. Sadly, NVDRS data has shown that young children are at the greatest risk of 
homicide in their own homes. Combined NVDRS data from Alaska, Maryland, Massachusetts, 
New Jersey, Oregon, South Carolina, and Virginia determined that African American children 
aged four years old and under are more than four times more likely to be victims of homicide 
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than Caucasian children, and that homicides of children aged four and under are most often 
committed by a parent or caregiver in the home. The data also shows that household items, or 
“weapons of opportunity,” were most commonly used, suggesting that poor stress responses may 
be factors in these deaths. Knowing the demographics and methods of abusers can lead to more 
effective, targeted prevention programs. 

Intimate partner violence (IPV) is another issue where NVDRS is proving its value. While IPV 
has declined along with other trends in crime over the past decade, thousands of Americans still 
fall victim to it every year. Intimate partner homicides accounted for 33 percent of the murders 
of women and less than four percent of the murders of men in 2005, according to the Bureau of 
Justice Statistics. 

Despite still being in its early stages, NVDRS is providing critical information that is helping law 
enforcement and health and human service officials allocate resources and develop programs in 
ways that target those most at risk for intimate partner violence. For example, NVDRS data 
shows that while occurrences are rare, most murder-suicide victims are current or former 
intimate partners of the suspect, and a substantial number of victims were the suspect’s children. 
In addition, NVDRS data indicates that women are about seven times more likely than men to be 
killed by a spouse, ex-spouse, lover, or former lover, and most of these incidents occurred in the 
women’s homes. 
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NVDRS & VA SUICIDES 

Although it is preventable, everj' year more than 36,000 Americans die by suicide and another 
1 . 1 million Americans attempt it, costing more than $36 billion in lost wages and work 
productivity.. In the United States today, there is no comprehensive national system to track 
suicides. However, because NVDRS includes information on all violent deaths - including 
deaths by suicide - information from the system can be used to develop effective suicide 
prevention plans at the community, state, and national levels. 

The central collection of this data can be of tremendous value for organizations such as the Dept, 
of Veterans Affairs that are working to improve their surveillance of suicides. For instance, 

CDC determined from national NVDRS data that in 2005, veterans comprised 20% of all suicide 
victims. The types of data collected by NVDRS including gender, blood alcohol content, mental 
health issues, physical health issues, and intimate partner violence can help prevention programs 
better identify and treat at-risk individuals. 


FEDERAL ROLE NEEDED 

At an estimated annual cost of $25 million for full implementation, NVDRS is a relatively low- 
cost program that yields high-quality results. While state-specific infonnation provides 
enormous value to local public health and law enforcement officials, data from all 50 states, the 
U.S. territories and the District of Columbia must be obtained to complete the national picture. 
Aggregating this additional data will allow us to analyze national trends and also more quickly 
and accurately determine what factors can lead to violent death so that we can devise and 
disseminate strategies to address those factors. Having CDC administer this program ensures 
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that all states can benefit from their expertise in data analysis and provides a central 
clearinghouse to distribute information. This allows states and regions to find out what is going 
on in the rest of the nation much more easily so that they can identify trends early and leam what 
proven strategies already exist that can be used to address their local issues. 

STRENGTHENING AND EXPANDING NVDRS IN FY 2013 

The National Violence Prevention Network, a coalition of national organizations who advocate 
for national violence prevention programs, is calling on Congress to provide no less than $5 
million for NVDRS for FY 20 1 3 - an increase of $ 1 .5 million. The cost of not implementing the 
program is much greater: without national participation in the program, thousands of American 
lives remain at risk. 

We thank you for the opportunity to submit this statement for the record and applaud your past 
commitment to NVDRS. The investment in NVDRS has already begun to pay off, as the 1 8 
participating states are adopting effective violence prevention programs. We believe that 
increased funding that will lead to national implementation of NVDRS is a wise public health 
investment and our nation will reap enormous benefits in reduced deaths from domestic violence, 
veteran suicide, teen suicide, gang violence and other violence that affects our citizens each year. 
We look forward to working with you secure an appropriation of at least $5 million in FY 2013. 
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TESTIMONY OF 
Carolyn S. Levering 
President and CEO 

ON BEHALF OF 

The National Marfan Foundation (NMF) 

22 Manhasset Ave. 

Port Washington, NY 11050 
CarolvnL(fl)marfan.org 
(516) 883-8712 

REGARDING 

Fiscal Year 2013 (FY13) Appropriations for the Centers for Disease Control and 
Prevention (CDC) and the National Institutes of Health (NIH) 

SUBMITTED TO 

The House Labor, Health and Human Services, Education, and Related Agencies (LHHS) 

Appropriations Subcommittee 

ON 

The 29“' Day of March, 2012 


NMF FY13 LHHS APPROPRIATIONS RECOMMENDATIONS 

1) S7.8 billion for CDC, an increase of $1.7 billion over FY12. including proportional 
increases for the National Center for Chronic Disease Prevention and Health Promotion 
(NCCDPHP) and the National Center on Birth Defects and Developmental Disabilities 
(NCBDDD) to facilitate critical Marfan syndrome and related connective tissue disorders 
education and awareness activities. 

2) $32 billion for NIH, an increase of $ 1 .3 billion over F Y 1 2, including proportional 
increases for the National Heart, Lung, and Blood Institute (NHLBI); National Center for 
Advancing Translational Sciences (NCATS); National Institute of Arthritis and 
Musculoskeletal and Skin Diseases (NIAMS); and other NIH Institutes and Centers to 
facilitate adequate growth in the Marfan syndrome and related connective tissue disorders 
research portfolios. 
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MARFAN SYNDROME AND NMF 


Chairman Rehberg, Ranking Member DeLauro, and distinguished members of the 
Subcommittee, thank you for the opportunity to submit testimony on behalf of NMF. It is my 
honor to represent the estimated 200,000 Americans who are affected by Marfan syndrome or a 
related condition before you. 

Marfan syndrome is a genetic disorder of the connective tissue that can affect many areas of the 
body, including the heart, eyes, skeleton, lungs and blood vessels. It is a progressive condition 
and can cause deterioration in each of these body systems. The most serious and life-threatening 
aspect of the syndrome is a weakening of the aorta. The aorta is the largest artery carrying 
oxygenated blood from the heart. Over time, many Marfan syndrome patients experience a 
dramatic weakening of the aorta which can cause the vessel to dissect and tear. 

Aortic dissection is a leading killer in the United States, and 20% of the people it affects have a 
genetic predisposition, like Marfan syndrome, to developing the complication. Early surgical 
intervention can prevent a dissection and strengthen the aorta and the aortic valves, especially 
when preventive surgery is performed before a dissection occurs. 

The NMF is a non-profit voluntary health organization founded in 1981. NMF is dedicated to 
saving lives and improving the quality of life for individuals and families affected by the Marfan 
syndrome and related disorders. The Foundation has three major goals: 

1) To provide accurate and timely information about the Marfan syndrome to affected 
individuals, family members, physicians, and other health professionals. 

2) To provide a means for those with Marfan syndrome and their relatives to share in 
experiences, to support one another, and to improve their medical care. 

3) To support and foster research. 

NMF is deeply appreciative of this Subcommittee’s historic support for critical public health 
programs at CDC and NIH, particularly programs focused on addressing life-threatening genetic 
disorders such as Marfan syndrome. Under your leadership NIH through NHLBI and NIAMS 
has been able to expand research in this area and advance our scientific understanding of the 
condition. In addition, CDC through NCCDPHP and NCBDDD has the resources necessary to 
implement life-saving awareness and education activities that can prevent thoracic aortic 
aneurysms and dissections. We urge you to once again prioritize funding for public health 
programs in FY13 to ensure that these activities can continue to improve the quality of life for 
Americans affected by Marfan syndrome and related connective tissue disorders. 

To follow, please find NMF’s FY13 appropriations reeommendations for CDC and NIH. Thank 
you for your time and your consideration of these recommendations. 
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CENTERS FOR DISEASE CONTROL AND PREVENTION 


NMF joins the other voluntary patient and medical organizations comprising the public health 
community in requesting that you support CDC by providing the agency with an appropriation of 
$7.8 billion in FY13. Such a funding increase would allow CDC to undertake critical Marfan 
syndrome and related connective tissue disorders education and awareness activities, which 
would help prevent deadly thoracic aortic aneurysms and dissections. 

In 2010, the American College of Cardiology and the American Heart Association issued 
landmark practice guidelines for the treatment of thoracic aortic aneurysms and dissections. 

NMF is promoting awareness of the new guidelines in collaboration with other organizations 
through a new Coalition known as “TAD”; the Thoracic Aortic Disease Coalition. The TAD 
Coalition is presently comprised of 1 0 organizations that are coordinating efforts to help promote 
the Guidelines to healthcare professionals and to raise public awareness of various aortic 
diseases and the associated risk factors. 

The CDC would be an invaluable partner in the ongoing campaign to save lives and improve 
health outcomes by promoting the new Guidelines to healthcare providers and raising public 
awareness of risk factors. In this regard, we ask the Subcommittee encourage CDC to identify 
appropriate staff at the NCCDPHP and NCBDDD to participate in TAD Coalition activities. It is 
our hope that involving CDC in the activities of the TAD Coalition will lead to a lasting 
partnership and collaboration on critical outreach campaigns. 

NATIONAL INSTITUTES OF HEALTH 


NMF joins the other voluntary patient and medical organizations comprising the public health 
community in requesting that you support NIH by providing the agency with an appropriation of 
$32 billion in FY13. This modest 4% funding increase would ensure that biomedical research 
inflation does not result in a loss of purchasing power at NIH, critical new initiatives like the 
Cures Acceleration Network (CAN) are adequately supported, and the Marfan syndrome 
research portfolio can continue to progress. 

National Heart Lung and Blood Institute 

First and foremost, NMF applauds NHLBl for its leadership in advancing a landmark clinical 
trial on Marfan syndrome. Under the direction of Dr. Lynn Mahoney and Dr. Gail Pearson, the 
Institute's Pediatric Heart Network (PHN) has spearheaded a multicenter study focused on the 
potential benefits of a commonly prescribed blood pressure medication (losartan) on aortic 
growth in Marfan syndrome patients. 

Marfan syndrome patients (age 6 months to 25 years) are now enrolled in the study. Patients are 
randomized onto either losartan or atenolol (a beta blocker that is the current standard of care for 
Marfan patients with an enlarged aortic root). We anxiously await the results of this first-ever 
clinical trial for our patient population. It is our hope that losartan will emerge as the new 
standard-of-care and greatly reduce the need for surgery in at-risk patients. 
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NMF is proud to actively support the losartan clinical trial in partnership with PHN. Throughout 
the life of the trial we have provided support for patient travel costs, coverage of select 
echocardiogram examinations, and funding for ancillary studies. These ancillary studies will 
explore the impact that losartan has on other manifestations of Marfan syndrome. The 
Foundation asks for your continued support to ensure this critical study continues to move 
forward. 

Secondarily, NMF is grateful for the Subcommittee’s previous recommendations encouraging 
NHLBI to support research on surgical options for Marfan syndrome patients. 

For the past several years, the NMF has supported an innovative study looking at outcomes in 
Marfan syndrome patients who undergo valve-sparing surgery compared with valve replacement. 
Initial findings were published recently in the Journal of Thoracic and Cardiovascular Surgery. 
Some short term questions have been answered, most importantly that valve-sparing can be done 
safely on Marfan patients by an experienced surgeon. The consensus among the investigators 
however is that long-term durability questions will not be answered until patients are followed 
for at least 1 0 years. 

Confirming the utility and durability of valve sparing procedures will save our patients a host of 
potential complications associated with valve replacement surgery. In this regard, we ask that 
you encourage NHLBI to consider working with the Genetically Triggered Thoracic Aortic 
Aneurysms and Cardiovascular Conditions Registry or GenTAC to identify ways we can partner 
moving forward to facilitate continuation of the aforementioned outcomes study. 

Finally, in 2007, NHLBI convened a “Working Group on Research in Marfan Syndrome and 
Related Conditions.” This panel was comprised of experts in all aspects of basic and clinical 
science related to the disorder. The panel was charged with identifying key recommendations for 
advancing the field of research in the coming decade. 

In addition to laying out a roadmap for research, the working group found that, “Scientific 
opportunities to advance this field are conferred by technological advances in gene discovery, the 
ability to dissect cellular processes at the molecular level and imaging, and the establishment of 
multi-disciplinary teams.” The barriers to progress are addressed through the research 
recommendations, which are also consi.stent with goals and challenges identified in the NHLBI 
Strategic Plan. 

The Foundation looks forward to working closely with NHLBI to pursue these important 
research goals and asks the Subcommittee to support the recommendations of the Working 
Group. 

National Center for Advancing Translational Sciences 

The Foundation applauds the recent establishment of NCATS at NIH. Housing translational 
research activities at a single Center at NIH will allow these programs to achieve new levels of 
success. Initiatives like CAN are critical to overhauling the translational research process and 
overcoming the research “valley of death” that currently plagues treatment development. In 
addition, new efforts such as taking the lead on drug repurposement hold the potential to speed 
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new treatment to patients, particularly patients who struggle with rare or neglected conditions. 
NMF asks that you support NCATS and provide adequate resources for the Center in FY13. 

National Institute of Arthritis and Musculoskeletal and Skin Diseases 

NMF is proud of its longstanding partnership with NIAMS. Dr. Steven Katz has been a strong 
proponent of basic research on Marfan syndrome during his tenure as NIAMS director and has 
generously supported several “Conferences on Heritable Disorders of Connective Tissue.” 
Moreover, the Institute has provided invaluable support for the program project entitled, 
“Consortium for Translational Research in Marfan Syndrome,” which has enhanced our 
understanding of the disorder and increased the ability to stop the disease progression using a 
drug-based therapy. The discoveries of fibrillin-1, TGF-beta, and their role in muscle 
regeneration and connective tissue function were made possible in part through collaboration 
with NIAMS. 

As the losartan trial continues to move forward, we hope to expand our partnership with NIAMS 
to support related studies that fall under the mission and Jurisdiction of the Institute. One of the 
areas of great interest to researchers and patients is the role that losartan may play in 
strengthening muscle tissue in Marfan patients. NMF would welcome an opportunity to partner 
with NIAMS on this and other research. In this regard, we ask that you encourage NIAMS to 
expand its support for research aimed at identifying effective therapies for heritable connective 
tissue disorders to reduce the number of premature deaths from these chronic and complex 
conditions. 

Thank you again for your time and your consideration of our FY13 appropriations requests. 
Please contact me if you have any questions or if you would like any additional information. 
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NATIONAL PRIMATE RESEARCH CENTERS 


CaNforniia NPRC 
Dallas Hyde, PhD 

Universitv of'California 
Davis. CA 95616 
Phone; (530) 752-0420 
Pax. (530) 754-6228 

■New England NPRC 
William Chin, MD 

Harv'ard Medical School 
One Pine Hill Drive 
P.O Box 9102 
SoLiihboroiigh. MA 01772 
Phone:(508)624-8002 
Fax: (508) 460-0612 

Oregon NPRC 
Nancy Haigwood, PhD 
Oregon Health & Science Univ 
505 NW. 185''*' Avenue 
Beaverton. OR 97006 
Phone: (.503)690-5500 
Fax; (503) 690-5569 

Southwest NPRC 
John VandcBerg, PhD 
P.O, Box 760549 
San Antonio. TX 78245 
Phone; (210) 258-9430 
Pax: (210)670-3309 

Ttilane NPRC 

Andrew Lackner, DVM, PhD 
Tiilanc University 
18703 Three Rivers Road 
Covington. LA 70433 
Phone: (985) 892-20^40 
Fax: (985)89.3-1352 

Washington NPRC 
David Anderson. DVM 

University of Washington 
Box 357330 

1705 N.B. Pacific Si. 1-421 HSB 
Scari.le.WA 98195 
Phone, (206)543-14.30 
Fax: (206)616-6771 

Wisconsin NPRC 
.Ion Levine. PhD 
University of Wisconsin 
i22()Capitoi Court 
Madison. Wi.sconsin 53715 
Phone:(608)263-3500 
Fax: (608) 265-2067 

Verkes NPRC 
Stuart Zola, PhD 
Lmory University 
Atlanta. OA 30322 
Phone, (404) 727-7707 
1-a.x. (404) 727-0623 

Washington Representative 
Erica Froyd 

LfHis-Burke Associates LLC 
1341 G Street. NW\ Kighth FI 
Washington. DC 20005 
Phone. (*202)289-7475 
Fax- (202) 289-7454 


National Primate Research Centers 
Written Statement for the Record 
March 29,2012 

Prepared for the 

Subcommittee on Labor, Health and Human Services, Education and 
Related Agencies 
Committee on Appropriations 
United States House of Representatives 

On 

Fiscal Year 20 13 Funding for the 
National Institutes of Health 
Department of Health and Human Services 

The Directors of the eight Nationai Primate Research Centers (NPRCs) respectfully submit 
this written testimony for the record to the House Appropriations Subcommittee on 
Labor, Health and Human Services, Educab'on and Related Agencies. The NPRCs 
appreciate the commitment that the Members of this Subcommittee have made to 
biomedical research through your support for the National Institutes of Health (NIH) and 
recommend that you provide $32 billion for NIH in fiscal year (FY) 2013, which 
represents a 4.2 percent increase above the FY 2012 level. Within this proposed 
increase, the NPRCs also respectfully request that the Subcommittee provide strong 
support for the NIH Office of Research Infrastructure Programs (GRIP), housed within the 
NIH Office of the Director, which is the new administrative home of the NPRCs. This 
support would help to ensure that the NPRCs and other animal research resource 
programs continue to serve effectively in their role as a vital national resource. 

The mission of the National Primate Research Centers is to use scientific discovery and 
nonhuman primate models to accelerate progress in understanding human diseases, 
leading to interventions, treatments, cures, and ultimately to overall better health of the 
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nation and the world. The NPRCs collaborate as a transformative and innovative network to develop and 
support the best science and act as a resource to the biomedical research community as efficiently as 
possible. There is an exceptional return on investment in the NPRC program; ten dollars is leveraged for 
every one dollar of research support for the NPRCs. It is important to sustain funding for the NPRC 
program and the NIH as a whole and to continue to grow and develop the innovative plan for the future 
of NIH. 

NPRCs' Contributions to NIH Priorities 

The NPRCs’ activities are closely aligned with NIH priorities. In fact, NPRC investigators conduct much of 
the nation's basic and translational nonhuman primate research, facilitate additional vital nonhuman 
primate research that is conducted by hundreds of investigators from around the country, provide 
critical scientific expertise, train the next generation of scientists, and advance cutting-edge 
technologies. 

The FY 2013 NIH Congressional Justification underscores the vital role that the NPRCs play in NIH 
translational science efforts and the broader biomedical research enterprise. With the recent creation 
of the National Center for Advancing Translational Sciences (NCATS), the NPRCs see a great opportunity 
to further integrate the consortium as a trans-NIH resource on topics such as colony management, 
training, genetics and genome banking. The NPRC consortium will continue to engage as a resource for 
the Clinical and Translational Science Award (CTSA) network to help clinical researchers increase their 
knowledge of and access to nonhuman primates as animal models. 

Outlined below are a few of the overarching goals and priorities for the NPRCs, including specifics of 
how the NPRCs are striving to achieve these through programs and activities across the centers. 


2 
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Advance Translational Research Using Animal Models - Nonhuman primate models bridge the divide 
between basic biomedical research and implementation in a clinical setting. Currently, seven of the 
eight NPRCs are affiliated and collaborate with an NIH CTSA program through their host institution. 
Specifically, the nonhuman primate models at the NPRCs often provide the critical translational link 
between research with small laboratory animals and studies involving humans. As the closest genetic 
model to humans, nonhuman primates serve in the process of developing new drugs, treatments, and 
vaccines to ensure safe and effective use for the nation's public. 

It is neither cost effective nor feasible to reproduce these specialized facilities and expertise at every 
research institution, so the NPRCs are a valuable resource to the research community. Major areas of 
research benefiting from the resources of the NPRCs include AIDS, avian flu, Alzheimer's disease, 
Parkinson's disease, autism, cardiovascular disease, diabetes, obesity, asthma, and endometriosis. To 
facilitate these and other studies, the NPRC have developed a resource of over 26,000 nonhuman 
primates, 70 percent of which are rhesus monkeys, the most widely used nonhuman primate for HIV 
research and a wide range of translational studies. 

Strengthen the Research Workforce - The success of the federal government's efforts in enhancing 
public health is contingent upon the quality of research resources that enable scientific research ranging 
from the most basic and fundamental to the most highly applied. Biomedical researchers have relied on 
one such resource - the NPRCs -for nearly 50 years for research models and expertise with nonhuman 
primates. The NPRCs are highly-specialized facilities that foster the development of nonhuman primate 
animal models and provide expertise in all aspects of nonhuman primate biology. NPRC facilities and 


resources are currently used by over 2,000 NIH funded investigators around the country. 
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The NPRCs are also supportive of students interested in the biomedical research at an early age. For 
example, the Yerkes NPRC supports a program that connects with local high schools and colleges in 
Atlanta, Georgia, and provides high school science students and teachers with summer-long internships 
to participate in research projects taking place at their center. Other NPRCs have similar programs that 
help develop a pipeline of aspiring science students and teachers. 

Offer Technologies to Advance Translational Research and Expand Informatics Approaches to Support 
Research -The NPRCs have been leading the development of a new Biomedical Informatics Research 
Network (BIRN) for linking brain imaging, behavior, and molecular informatics in nonhuman primate 
preclinical models of neurodegenerative diseases. Using the cyberinfrastructure of BIRN for data-shar- 
ing, this project will link research and information to other primate centers, as well as other 
geographically-distributed research groups. 

The Need for Facilities Support 

The NPRC program is a vital resource for enhancing public health and spurring innovative discovery. In 
an effort to address many of the concerns within the scientific community regarding the need for 
funding for infrastructure improvements, the NPRCs support the continuation of a robust construction 
and instrumentation grant program at NIH. 

Animal facilities, especially primate facilities, are expensive to maintain and are subject to abundant 
"wear and tear." In prioryears, funding was set aside that fulfilled the infrastructure needs of the 
NPRCs and other animal research facilities. The NPRCs are dependent on strong support for the P51 
base grant program which is essential for the operational costs, and the COS and G20 programs which 
support construction and renovation of animal facilities. Without proper infrastructure, the ability for 
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animal research facilities, including the NPRCs, to continue to meet the high demand of the biomedical 
research community will be unsustainable. 


Thank you for the opportunity to submit this written testimony and for your attention to the critical 
need for primate research and the continuation of infrastructure support. We thank you for your 
support of NIH and urge you to provide $32 billion for the agency in the FY 2013 appropriations bill. 


Nancy Haigwood, PhD 
Oregon NPRC 

Dallas Hyde, PhD 
California NPRC 

William Chin, M.D. 

New England NPRC 

John VandeBerg, PhD 
Southwest NPRC 

Andrew Lackner, DVM, PhD 
Tuiane NPRC 

David Anderson, DVM 
Washington NPRC 

Jon Levine, PhD 
Wisconsin NPRC 

Stuart Zola, PhD 
Yerkes NPRC 
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Statement of the 

NATIONAL ASSOCIATION OF COUNTY AND CITY HEALTH OFFICIALS 
1100 17'" St., NW, 7'" Floor 
Washington. DC 20036 

Submitted for the record to the 

Subcommittee on Labor, Health and Human Services, Education and Related Agencies 
Committee on Appropriations 
United States House of Representatives 

FY 2013 Funding for Programs at the Centers for Disease Control and Prevention 

Contact: Eli Briggs, Government Affairs Director 
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The National Association of County and City Health Officials is the voice of the 2.800 local 
health departments across the country. These city, county, metropolitan, district, and tribal 
departments work every day to ensure the safety of the water we drink, the food we eat, and the 


air we breathe. 


Local health departments have a unique and distinctive role and set of responsibilities in the 
larger health system and within every community. The nation depends upon the capacity of local 
health departments to play this role well. The nation's current financial challenges are 
compounded by those in state and local governments further diminishing the ability of local 
health departments to address community health and safety needs. Repeated rounds of budget 
cuts and lay-offs continue to erode local health department capacity. NACCHO surveys have 
found that since 2008 local and state health departments have lost 52.000 jobs due to budget 
reductions. 


noo 17th Street, NW, Seventh Floor, Washington. DC 20036 P 1202) 783 5550 , F 1202) 783 1583 www.n8cdio.org 
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To help protect the public’s health, we urge the Subcommittee to consider the following FY2013 
funding request for programs at the Centers for Disease Control and Prevention (CDC): 

Public Health Emergency Preparedness 

Center: Center for Public Health Preparedness and Response 
Funding Line: State and Local Preparedness and Response Capability 
Sub-line: Public Health Emergency Preparedness Cooperative Agreements (PHEP) 
NACCHO request: $715 million 

FY2013 President’s Budget: $642 million (including CDC Capacity) 

FY2012: $643 million (not including CDC Capacity) 

The Public Health Emergency Preparedness (PHEP) cooperative agreement program provides 
funding to support local and state public health department capacity and capability to effectively 
respond to public health emergencies including terrorist threats, infectious disease outbreaks, 
natural disasters, and biological, chemical, nuclear, and radiological emergencies, Local and state 
health departments work with federal government officials, law enforcement, emergency 
management, health care, business, education, and religious groups to plan, train, and prepare for 
emergencies so that when disaster strikes, communities are prepared. NACCHO opposes the 
Administration’s proposal to eliminate the separate funding line for PHEP and to cut the 
cooperative agreements by $8 million to pay for CDC programmatic operating costs. 

Chronic Disease Prevention 

Center: Center for Chronic Disease Prevention and Health Promotion 
Funding Line: Community Transformation Grants (CTG) 

NACCHO Request: $226 million (including health department eligibility) 

FY2013 President’s Budget: $146 million 
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FY2012: S226 million 

The CTG program provides resources for local communities to address heart attacks, strokes, 
cancer, diabetes, and other chronic diseases which contribute to the soaring cost of health care in 
the United States. The grants focus on the implementation, evaluation and dissemination of 
evidence-based community preventive health activities in order to develop strategies and 
practices that will enable states, counties, cities and tribes to control chronic disease and health 
disparities. Grantees are charged with a 5% reduction in 5 years of death and disability due to 
tobacco use, heart disease and stroke and the rate of obesity through nutrition and physical 
activity. Local and state public health departments should remain eligible to apply for funding 
through this important initiative in FY2013 and subsequent fiscal years. 

Center: Center for Chronic Disease Prevention and Health Promotion 

Funding Line: Coordinated Chronic Disease Prevention and Health Promotion Grant Program 

NACCHO Request: S379 million 

FY2013 President’s Budget: $379 million (+$129 m from FY2012) 

FY2012: $250 million 

Chronic diseases such as heart disease, cancer, stroke and diabetes are responsible for 7 of 10 
deaths among Americans each year and account for 75% of health care spending. Today’s 
children are in danger of becoming the first generation to live shorter, less healthy lives than 
their parents. The Coordinated Chronic Disease Prevention and Health Promotion Grants will 
provide local and state health departments flexibility to streamline funding to prevent, control, 
and reduce the burden of chronic illness and to address the underlying causes of chronic diseases 
in a more integrated and coordinated fashion. 

Food Safety 
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Center: Center for Emerging and Zoonotic Infectious Diseases 
Funding Line: Food Safety 
NACCHO Request: $44 million 

FY2013 President’s Budget: $44 million (+S17 million from FY2012) 

FY2012: $27 million 

Foodbome illness affects 48 million Americans every year, resulting in 128,000 hospitalizations 
and 3,000 deaths. CDC’s Food Safety program seeks to ensure food safety through surveillance 
and outbreak response. Local and state health departments are an essential part of the process 
that ensures that food is safe to eat at home, at community events, in restaurants, and in schools. 
This increase will advance implementation of the Food Safety Modernization Act by enhancing 
and integrating disease surveillance, improving outbreak and response timeliness and helping 
address deficits in local capacity to prevent and stop illness. This increase will enable CDC to 
enhance and integrate disease surveillance, improve outbreak response timeliness and help 
address local deficits in capacity to prevent and stop illness. The increase also expands the 
number of Foodbome Diseases Centers for Outbreak Response Enhancement (FoodCORE) sites. 

Public Health Performance Improvement 

Center: Center for Public Health Leadership and Support 

Funding Line: National Public Health Improvement Initiative 

NACCHO Request: $40.2 million 

FY2013 President’s Budget: $40.2 million 

FY2012: $40.2 million 

The National Public Health Improvement Initiative (NPFIII) provides funding to 74 state, tribal, 
local and territorial health departments to make fundamental changes and enhancements in their 
organizations and practices that improve the delivery and impact of public health services. Local 
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and state health departments currently face unprecedented financial challenges that threaten their 
ability to prevent disease and promote health in their communities. NPHII strengthens health 
departments by providing staff, training, tools, and technical/capacity building assistance 
dedicated to establishing performance management and evidence-based practices that drive 
improved service delivery and better health outcomes. 

317 Immunization Program 

Center: National Center for Immunization and Respiratory Diseases 

Funding Line: 317 Immunization Program 

NACCHO Request: S720 million 

FY2013 President’s Budget: $562.2 million 

FY2012: $620.2 million 

The Section 317 Immunization Program provides funds to 50 states, six large cities and eight 
territories for vaccine purchase for at-need populations and immunization program operations, 
including support for implementing billing systems for immunization services at public health 
clinics to sustain high levels of vaccine coverage. Increased funding would expand vaccine 
purchase grants for new vaccines and expanded recommendations of existing vaccines. 
Additional funding would strengthen state and local infrastructure to support vaccination 
programs and increase vaccine uptake rates. Childhood immunizations are one of the most cost- 
effective public health interventions, saving 42,000 lives and preventing 20 million cases of 
disease annually with an estimated $10.20 in savings for every $1 invested. 

As the Subcommittee drafts the FY2013 Labor-Health and Human Services-Education 
Appropriations bill, NACCHO urges consideration of these recommendations for CDC 
programs critical to protecting people and improving the public’s health. 
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Prevent Blindness America 
Written Testimony to the House Appropriations 
Labor, Health and Human Services, Education, 
and Related Agencies Subcommittee 

Submitted by: Hugh Parry, President & CEO, Prevent Blindness America 
March 29, 2012 

Funding Request Overview 

Prevent Blindness America appreciates the opportunity to submit written testimony for the record regarding 
fiscal year (FY) 2013 funding for vision and eye health related programs. As the nation’s leading non-profit, voluntary 
health organization dedicated to preventing blindness and preserving sight. Prevent Blindness America maintains a 
long-standing commitment to working with policymakers at all levels of government, organizations and individuals in 
the eye care and vision loss community, and other interested stakeholders to develop, advance, and implement policies 
and programs that prevent blindness and preserve sight. Prevent Blindness America respectfully requests that the 
Subcommittee provide the following allocations in FY 2013 to help promote eye health and prevent eye disease and 
vision loss; 

• Provide at least $1 million to maintain vision and eye health efforts at the Centers for Disease Control and 
Prevention (CDC). 

• Support the Maternal and Child Health Bureau’s (MCHB) National Center for Children’s Vision and Eye Health 
(Center). 

• Provide at least $645 million in FY 2013 to sustain programs under the Maternal and Child Health (MCH) Block 
Grant. 

• Provide $730 million to the National Eye Institute (NEl) in order to bolster efforts to identify the underlying causes 
of eye disease and vision loss, improve early detection and diagnosis, and advance prevention and treatment efforts. 

Introduction and Overview 

Vision-related conditions affect people across the lifespan from childhood through elder years. Good vision is 
an integral component to health and well-being, affects virtually all activities of daily living, and impacts individuals 
physically, emotionally, socially, and financially. Loss of vision can have a devastating impact on individuals and their 
families. An estimated 80 million Americans have a potentially blinding eye disease, three million have low vision, 
more than one million are legally blind, and 200,000 are more severely visually blind. Vision impairment in children is 
a common condition that affects five to ten percent of preschool age children. Vision disorders, including amblyopia 
("lazy eye"), strabismus (“cross eye”), and refractive error are the leading cause of impaired health in childhood. 
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Alarmingly, while half of all blindness can be prevented through education, early detection, and treatment, 
the NEI reports that “the number of Americans with age-related eye disease and the vision impairment that results is 
expected to double within the next three decades.”' Among Americans age 40 and older, the four most common eye 
diseases causing vision impairment and blindness are age-related macular degeneration (AMD), cataract, diabetic 
retinopathy, and glaucoma.^ Refractive errors are the most frequent vision problem in the U.S. - an estimated 150 
million Americans use corrective eyewear to compensate for their refractive error.’ Uncorrected or under-corrected 
refractive error can result in significant vision impairment.'' 

To curtail the increasing incidence of vision loss in America, Prevent Blindness America advocates 
sustained and meaningful federal funding for programs that help promote eye health and prevent eye disease, vision 
loss, and blindness; needed services and increased access to vision screening; and vision and eye disease research. We 
thank the Subcommittee for its consideration of our specific FY 2013 funding requests, which are detailed below. 

Vision and Eve Health at the CPC: Helping to Save Sight and Save Money 
The CDC serves a critical national role in promoting vision and eye health. Since 2003, the CDC and Prevent 
Blindness America have collaborated with other partners to create a more effective public health approach to vision loss 
prevention and eye health promotion. The CDC works to: 

• Promote eye health and prevent vision loss. 

• Improve the health and lives of people living with vision loss by preventing complications, disabilities, and 
burden. 

• Reduce vision and eye health related disparities. 

• Integrate vision health with other public health strategies. 

Prevent Blindness America requests at least $1 million in FY 2013 to maintain vision and eye health efforts of 
the CDC. Adequate FY 2013 resources will allow the CDC to continue to address the growing public health threat of 
preventable chronic eye disease and vision loss among at-risk and underserved populations through increased 


' “Vision Problems in the U.S.; Prevalence of Adult Vision Impairment and Age-Related Eye Disease in America,” Prevent 
Blindness America and the National Eye Institute, 2008. 

' Ibid. 

'Ibid 
' Ibid. 
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coordination and integration of vision and eye health at state and local health departments, and through community 
health centers and rural services. 

Integrating Vision Health into Broader Disease Prevention and Health Promotion Efforts 

A cornerstone activity of the vision and eye health work at the CDC is its support and encouragement of efforts 
to better integrate state-level initiatives to address vision and eye disease by approaching vision health through other 
public health prevention, treatment, and research efforts. Vision loss is associated with a myriad of other serious, 
chronic, life threatening, and disabling conditions, including diabetes, depression, unintentional injuries, and behavioral 
risk factors such as tobacco use. Leveraging scarce resources and recognizing the numerous connections between eye 
health and other diseases, the CDC works to integrate and connect vision health initiatives to other state, local, and 
community health programs. 

For example, state-based programs to prevent and reduce diabetes should include efforts to educate patients 
and health care providers on the relationship between diabetes and certain eye problems, such as diabetic retinopathy, 
glaucoma, and cataracts. Similarly, state initiatives to reduce the incidence of falls among older Americans should 
include vision screening, as studies have found that one of the leading causes of falls and injuries among older adults is 
unaddressed vision problems. 

To advance state-based vision health integration, funding to the CDC has supported two joint efforts, one in 
New York and the other in Texas, focused on integrating vision-related services at the state and local level. Working 
together, the state health departments of these states and the state-based affiliates of Prevent Blindness America 
promoted vision loss prevention strategies among community groups and vision partners, and established state vision 
preservation plans. The goal of these integration efforts was to ensure that vision loss and eye health promotion are 
incorporated into all relevant local, state, and federal public health interventions, prevention and treatment programs, 
and other initiatives that impact causes of - and factors that contribute to - vision problems and blindness. By 
integrating efforts and coordinating approaches in this manner, federal and state resources were used more efficiently, 
eye health problems and vision loss were reduced, and the overall health and well-being of individuals and communities 
were improved. 
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Investing in the Vision of Our Nation’s Most Valuable Resource - Children 

While the risk of eye disease increases after the age of 40, eye and vision problems in children are of equal 
concern. If left untreated, they can lead to permanent and irreversible visual loss and/or cause problems socially, 
academically, and developmentally. Although more than 12.1 million school-age children have some form of a vision 
problem, only one-third of all children receive eye care services before the age of six.* 

In 2009, the MCHB established the National Center for Children’s Vision and Eye Health (the Center), a 
national vision health collaborative effort aimed at developing the public health infrastructure necessary to promote eye 
health and ensure access to a continuum of eye care for young children. 

The Center has established a National Expert Panel comprised of experts in ophthalmology, optometry, 
pediatrics, public health, childcare, academia, family advocacy, and others who have a stake in the field of children’s 
vision. Members of the National Expert Panel provide recommendations toward national guidelines for quality 
improvement strategies, vision screening and developing a continuum of children’s vision and eye health. In addition, 
they serve as advisors to the Center as it pursues its goals and objectives. 

With this support the Center, will continue to; 

• Provide national leadership in dissemination of best practices, infrastructure development, professional education, 
and national vision screening guidelines that ensure a continuum of vision and eye health care for children; 

• Advance state-based performance improvement systems, screening guidelines, and a mechanism for uniform data 
collection and repotting; and 

• Provide technical assistance to states in the implementation of strategies for vision screening, establishing quality 
improvement measures, and improving mechanisms for surveillance. 

Prevent Blindness America also requests at least $645 million in FY 20 1 3 to sustain programs under the MCH 
Block Grant. The MCH Block Grant enables states to expand critical health care services to millions of pregnant 
women, infants and children, including those with special health care needs. In addition to direct services, the MCH 
Block Grant supports vital programs, preventive and systems building services needed to promote optimal health. 


* “Our Vision for Children’s Vision: A National Call to Action for the Advancement of Children’s Vision and Eye Health, Prevent 
Blindness America,” Prevent Blindness America, 2008. 
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Advance and Expand Vision Research Opportmiities 


Prevent Blindness America calls upon the Subcommittee to provide $730 million for the NEI to bolster its 
efforts to identify the underlying causes of eye disease and vision loss, improve early detection and diagnosis of eye 
disease and vision loss, and advance prevention and treatment efforts. Research is critical to ensure that new treatments 
and interventions are developed to help reduce and eliminate vision problems and potentially blinding eye diseases 
facing consumers across the country. 


Through additional support, the NEI will be able to continue to grow its efforts to: 

• Expand capacity for research, as demonstrated by the significant number of high-quality grant applications 
submitted in response to the American Recovery and Reinvestment Act opportunities. 

• Address unmet need, especially for programs of special promise that could reap substantial downstream benefits. 

• Fund research to reduce healthcare costs, increase productivity, and ensure the continued global competitiveness of 
the United States. 

By providing additional funding for the NEI at the NIH, essential efforts to identify the underlying causes of 
eye disease and vision loss, improve early detection and diagnosis of eye disease and vision loss, and advance 
prevention, treatment efforts and health information dissemination will be bolstered. 

Conclusion 

On behalf of Prevent Blindness America, our Board of Directors, and the millions of people at risk for vision 
loss and eye disease, we thank you for the opportunity to submit written testimony regarding FY 2013 funding for the 
CDC’s vision and eye health efforts, the MCHB’s National Center for Children’s Vision and Eye Health, and the NEI. 
Please know that Prevent Blindness America stands ready to work with the Subcommittee and other Members of 
Congress to advance policies that will prevent blindness and preserve sight. Please feel free to contact us at any time; 
we are happy to be a resource to Subcommittee members and your staff. We very much appreciate the Subcommittee’s 
attention to - and consideration of - our requests. 
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Mike Hennenfent, President 
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Phone 309 221 2262 

mike,hennenfent(S)gmail.com 
1063 30th Street Smithshire, IL 61478 

Outside Witness Testimony to Subcommittee on Departments of Labor, Health and Human 
Services, and Education, and Related Agencies Relative to National Institute of Health and CDC 

We request continuing funding and direction for The National Institutes of Health (NIH) through 
The National Institute of Diabetes and Digestive and Kidney Diseases (NIDDK) who established 
the MAPP Network of prostatitis research centers. 

Our mission for fifteen years has been to: 

1. Educate the public about the prevalence of prostatitis by our website www prostatitis.org, 
our newsletters, and newspaper and magazine articles. It is estimated that ten percent of all 
males suffer from chronic prostatitis/pelvic pain syndrome (CP/PPS) and fifty percent of men 
will experience (CP/PPS) during their lifetime. Symptoms can include severe pelvic pain, urinary 
and sexual dysfunction and infertility. The possible connection of prostatitis to prostate cancer 
is uncertain and not adequately researched. Prostatitis is common in young men who are at an 
age where they are reluctant to discuss such personal matters with family, friends or co- 
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workers. The result has been an unpublicized crisis and a costly, hopeless medical condition. 

2. Encourage research funding. We have worked with the NIH research team personnel and 
research centers over three sets of multi-year clinical trial programs going back to 1996. We are 
now assisting with the fourth group of nationwide research centers. The MAPP Network is a 
group of researchers who have been assembled by National Institute of Diabetes and Digestive 
and Kidney Diseases (NIDDK) to include specialties besides urology to get some basic scientific 
research that will lead to determining a cause and cure for (CP/PPS). Everyone has too much 
time and expense invested to let these efforts expire without pushing to complete this search 
for a cause and cure for (CP/PPS). If we do not build on the efforts of the three previous 
accumulations of data to determine a cause and cure it will be lost and the next group will have 
to start at the beginning again. We are the unpaid volunteers at The Prostatitis Foundation 
representing thousands of men nationwide with prostatitis. Finding a cause and cure for 
prostatitis is unfinished business for the NIH and the Center of Disease Control. (CDC) 
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ON BEHALF OF 

The Pulmonary Hypertension Association (PHA) 

801 Roeder Rd, Suite 1000 
Silver Spring, MD 20910 
RinoA@PHAssociation.org 
(301) 565-3004 

REGARDING 

Fiscal Year 2013 (FY13) Appropriations for the Health Resources and 
Services A dminis tration (HRSA), the Centers for Disease Control and 
Prevention (CDC), and the National Institutes of Health (NIH) 

SUBMITTED TO 

The House Labor, Health and Human Services, Education, and 
Related Agencies (LHHS) Appropriations Subcommittee 

ON 

The 29“’ Day of March, 2012 


PHA FY13 LHHS APPROPRIATIONS RECOMMENDATIONS 

1. $7 billion for HRSA, an increase of $500 million over FY12, 
including proportional increases for the Healthcare Systems 
Bureau and Organ Donation and Transplantation activities to 
promote PH education amongst healthcare providers and improve 
health outcomes for PH transplant patients. 

2. $7.8 billion for CDC, an increase of S 1 .7 billion over F Y1 2, 
including a proportional increase for the National Center for 
Chronic Disease Prevention and Health Promotion (NCCDPHP) to 
facilitate critical PH education and awareness activities. 

3. $32 billion for NIH, an increase of $1.3 billion over FY12, 
including proportional increases for the National Heart, Lung, and 
Blood Institute (NHLBI); National Center for Advancing 
Translational Sciences (NCATS); Office of the Director (OD); and 
other NIH Institutes and Centers to facilitate adequate growth in 
the pulmonary hypertension (PH) research portfolio. 



683 


C h a ir man Rehberg, Ranking Member DeLauro, and distinguished members of the 
Subcommittee, thank you for the opportimity to submit testimony on behalf of PHA. It is 
my honor to represent the hundreds of thousands of Americans who are affected by this 
devastating disease. 

I’d like to open with a personal story. Several years ago, I had the opportunity to visit the 
Pulmonary Hypertension Association of China and the Taiwan Foundation for Rare 
Disorders. On my return flight, I began to speak with the passenger in the seat next to 
mine, a resident of Taipei. He told me that he had once lived in Bethesda. I asked him 
what brought him back to Taiwan. He said, “I’m a research scientist, an oncologist. I 
used to work at NIH. The research money dried up in the U.S. It’s flowing in Asia.” To 
me, those four short sentences sum up the dangers of allowing a carefully built 
infrastructure to decline. Loss of leadership in science today will me loss of quality 
healthcare and business markets tomorrow. 

PHA has served the PH community for over 20 years. In 1990, three PH patients found 
each other with the help of the National Organization for Rare Disorders and shortly 
thereafter founded PHA. At that time, the condition was largely unknown amongst the 
general public and within the medical community; there were fewer than 200 diagnosed 
cases of the disease. Since then, PHA has grown into a nationwide network of over 
20,000 members and supporters, including over 230 support groups across the country. 

PHA is dedicated to improving treatment options and finding cures for PH, and 
supporting affected individuals through coordinated research, education, and advocacy 
activities. Since 1996, nine medications for the treatment of PH have been approved by 
the Food and Drug Administration (FDA), eight of those since 2001 . These innovative 
treatment options represent important steps forward in the medical understanding of PH 
and the care of PH patients, but more needs to be done to end the suffering caused by this 
disease. 

PH is a debilitating and often fatal condition where the blood pressure in the limgs rises 
to dangerously high levels. In PH patients, the walls of the arteries that take blood from 
the ri^t side of the heart to the lungs thicken and constrict. As a result, the right side of 
the heart has to pump harder to move blood into the lungs, causing it to enlarge and 
ultimately fail. Symptoms of PH include shortness of breath, fatigue, chest pain, dizziness 
and fainting. 

PH can be idiopathic, and occur without a known cause, or be secondary to other 
conditions, such as HIV, scleroderma, lupus, blood clots, sickle cell, and liver disease. 
While PH impacts individuals of all races, genders, and ages, preliminary data from the 
Registry to Evaluate Early and Long Term Pulmonary Arterial Hypertension Disease 
Management (REVEAL Registry) suggests that women develop PH at a 4:1 ratio to men. 

PH is a chronic condition that is costly in terms of quality of life and healthcare 
expenditures. The symptoms of PH are frequently misdiagnosed, leaving patients with 
the false impression that they have a minor pulmonary or cardiovascular condition. By 
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the time many patients receive an accurate diagnosis, the disease has progressed to a late 
stage, which makes it difficult if not impossible to treat, even with drastic action such as a 
heart or lung transplant. While PH remains incurable with a poor survival rate, new 
treatment options are improving lives and enabling some patients to manage their 
condition for 20 years or longer. 

I would like to extend my sincere gratitude to the Subcommittee for your historic support 
of PH programs at HRSA, CDC, and NIH. Thanks to your leadership, the PH research 
portfolio at NIH has advanced and improved our understanding of the disease, and 
awareness of PH by the general public has led to earlier diagnosis and improved health 
outcomes for patients. Please continue to support PH activities moving forward. 

HEALTH RESOURCES AND SERVICES ADMINISTRATION 


PHA joins the other voluntary patient and medical organizations comprising the public 
health community in requesting that you support HRSA by providing the agency with an 
appropriation of $7 billion in FY13. Such a fimding increase would allow the agency to 
implement a PH education and awareness campaign focused on healthcare providers, and 
take on activities that would improve health outcomes for PH patients who rely on heart 
or lung transplantation. 

PHA has had a very successful partnership with HRSA’s “Gift of Life” Donation 
Program in recent years. Collectively, we have worked to increase organ donation rates 
and raise awareness about the need for PH patients to “early list” on transplantation 
waiting lists. For FY13, PHA recommends an appropriation of $26 million for this 
important program. Furthermore, we ask for your support in encouraging HRSA, 
specifically the United Network for Organ Sharing, to engage in active and meaningful 
dialogue with medical experts at the REVEAL Registry. Such a dialogue has the potential 
to improve the methodology used to determine lung transplantation eligibility for PH 
patients and to improve survivability and health outcomes following a transplantation 
procedure. 

CENTERS FOR DISEASE CONTROL AND PREVENTION 

PHA joins the other voluntary patient and medical organizations comprising the public 
health community in requesting that you support CDC by providing the agency with an 
appropriation of $7.8 billion in FY13. Such a funding increase would allow CDC to 
undertake critical PH education and awareness activities, which would promote early 
detection and appropriate intervention for PH patients. 

We are grateful to the Subcommittee for providing past support of PHA’ s Pulmonary 
Hypertension Awareness Campaign. We know for a fact that Americans are dying due to 
a lack of awareness of PH and a lack of understanding about the many new treatment 
options. This unfortunate reality is particularly true among minority and underserved 
populations and citizens in rural areas remote from medical centers with PH expertise. 
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More needs to be done to educate both the general public and healthcare providers if we 
are to save lives. 

To that end, PHA has utilized the funding provided through the CDC to 1) launch a 
successful media outreach campaign focusing on both print and online outlets 2) expand 
our support programs for previously underserved patient populations and 3) establish 
PHA Online University, an interactive curriculum-based website for medical 
professionals that targets pulmonary hypertension experts, primary care physicians, 
specialists in pulmonology/cardiology/rheumatology, and allied health professionals. The 
site is continually updated with information on early diagnosis and appropriate treatment 
of pulmonary hypertension. It serves as a center point for discussion among PH-treating 
medical professionals and offers Continuing Medical Education and CEU credits through 
a series of online classes. 

In FY13, we ask the Subcommittee to encourage CDC to partner with us once again to 
collaborate on and support PH education and awareness activities. This would make a 
tremendous difference in the fight against this devastating disease. 

NATIONAL INSTITUTES OF HEALTH 


PHA joins the other voluntary patient and medical organizations comprising the public 
health community in requesting that you support NIH by providing the agency with an 
appropriation of $32 billion in FY13. This modest 4% fimding increase would ensure that 
biomedical research inflation does not result in a loss of purchasing power at NIH, 
critical new initiatives like the Cures Acceleration Network (CAN) are adequately 
supported, and the PH research portfolio can continue to progress. 

Less than two decades ago, a diagnosis of PH was essentially a death sentence, with only 
one approved treatment for the disease. Thanks to advancements made through the public 
and private sector, patients today are living longer and better lives with a choice of nine 
FDA approved medications. Sustained investment in basic, translational, and clinical 
research can ensure that we capitalize on recent advancement and emerging opportunities 
to speed the discovery of improved treatment option and cures. 

Expanding clinical research remains a top priority for patients, caregivers, and PH 
investigators. We are particularly interested in establishing a pulmonary hypertension 
research network. Such a network would link leading researchers around the United 
States, providing them with access to a wider pool of shared patient data. In addition, the 
network would provide researchers with the opportunities to collaborate on studies and to 
strengthen the connections between basic and clinical science in the field of pulmonary 
hypertension research. Such a network is in the tradition of the NHLBI, which, to its 
credit and to the benefit of the American public, has supported numerous similar 
networks including the Acute Respiratory Distress Syndrome Network and the Idiopathic 
Pulmonary Fibrosis Clinical Research Network. We ask that you provide NHLBI with 
sufficient resources and encouragement to move forward with the establishment of a PH 
network in FY13. 
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We applaud the recent establishment of the National Center for Advancing Translational 
Sciences (NCATS) at NIH. Housing translational research activities at a single Center at 
NIH will allow these programs to achieve new levels of success. Initiatives like CAN are 
critical to overhauling the translational research process and overcoming the research 
“valley of death” that currently plagues treatment development. In addition, new efforts 
like taking the lead on drug repurposement hold the potential to speed new treatment to 
patients, particularly patients who struggle with rare or neglected diseases. We ask that 
you support NCATS and provide adequate resources for the Center in FY13. 

SOCIAL SECURITY ADMINISTRATION 


We would like to thank the Subcommittee for its commitment to addressing the 
longstanding backlog of disability claims at the Social Seciuity Administration (SSA). 
We greatly appreciate this investment as a growing number of our patients are applying 
for disability coverage. Recently, SSA convened an Institute of Medicine (lOM) panel to 
recommend revisions to the disability criteria for cardiovascular diseases. The lOM 
worked closely with our medical experts to update the disability criteria for our patient 
population and we were pleased to receive their recommendations last year. As we 
continue to work with SSA on this important effort, we encourage Congress to continue 
to support this process moving forward. 

On a related note, we continue to applaud SSA for their leadership of the Compassionate 
Allowances Initiative (CAL), which seeks to speed the process of accessing disability 
benefits for patients diagnosed with serious conditions that undoubtedly leave them 
disabled. Last year, CAL concluded its initial roll out by reviewing conditions and 
designating a list of 1 13 as “compassionate allowances.” While we understand CAL will 
continue to designate conditions as compassionate allowances moving forward, it is 
unclear what this process will be now that the initial program roll out has concluded. We 
encourage you to work with CAL and stakeholder organizations to lay out the process for 
expansion of this important initiative moving forward. 

Thank you for your time and your consideration of our requests. Please contact me if you 
have any questions or if you require any additional information. 
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Fiscal Year 2013 Appropriations 

Submitted by: Athena Abdullah, JD, Director, Government Relations 
Physician Assistant Education Association 
aabdullahiaPAEAonline.org. 703-548-5538, ext. 303 

TESTIMONY OF THE PHYSICIAN ASSISTANT EDUCATION ASSOCIATION 

SUBMITTED TO THE 

SUBCOMMITTEE ON LABOR, HEALTH AND HUMAN SERVICES, 
EDUCATION, AND RELATED AGENCIES 
COMMITTEE ON APPROPRIATIONS 
UNITED STATES HOUSE OF REPRESENTATIVES 
REGARDING FISCAL YEAR 2013 APPROPRIATIONS 

March 28, 2012 

On behalf of its membership, 1 64 accredited physician assistant (PA) education programs in the 
United States, the Physician Assistant Education Association (PAEA) is pleased to submit these 
comments on the fiscal year (FY) 2013 appropriations for PA education and other health 
professionals programs that are authorized through Title VII and VIII of the Public Health 
Service Act and administered through the Health Resources and Services Administration 
(HRSA). 

PAEA is a member of the Health Professions and Nursing Education Coalition (HPNEC) and we 
support the HPNEC recommendation for fimding of at least $520 million in FY 2013 for the 
health professions education programs authorized under Title VII and VIII. HPNEC is an 
informal alliance of more than 60 national organizations representing schools, programs, health 
professionals and students dedicated to ensuring that the health care workforce is trained to meet 
the needs of the country’s growing, aging and increasingly diverse population. 


The Need for Increased Federal Funding for Physician Assistants 

P As are licensed health care professionals who practice medicine as members of a team in 
concert with a supervising physician. PAs are medical professionals trained at the graduate level 
who have the advanced training to autonomously diagnose, treat, and prescribe medication for 
patients in a cost-effective maimer. PAs typically complete their education and training within 27 
months, and can enter the workforce much more quickly than other post-graduate health 
professions. PAs can only help meet the challenges facing America’s health care system if 
appropriate resources are available to meet the demand for PA education. Title VII funding is the 
sole source of federal dollars available for PA education. 

The way that PAs are trained in the U.S. - the caliber of the institutions and the expertise of the 
educators - is the gold-standard throughout the world. However, clinical site availability is one 
of the profession’s critical unmet needs, as schools are struggling to train the growing classes of 
PAs. In order to support the growth of the profession and enable PAs to enter the workforce, 
additional federal fimding is needed to build inftastructure and improve the quality of clinical 
sites used to train PAs. Incentives for appropriate locations to offer their space can make a 
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significant difference in helping PAs complete their education in a timely manner and begin 
treating patients. 

Similarly, a lack of preceptors is impeding the PA educational system’s ability to train adequate 
numbers of PAs. Choosing a teaching career must be a practical and financially desirable option 
for practicing and returning PAs in order for the profession to grow and meet the demand for 
care. Financial incentives can help create such an environment, ensuring the U.S. can increase 
the supply of primary care clinicians and provide comprehensive clinical experiences for 
students. 


Physician Assistant Practice 

The PA practice model is, by design, a team-based approach to patient care and fits well into the 
patient-centered, medical home and accountable care organization models expected to transform 
our reformed health care system. The profession is projected to continue to grow as a result of 
the projected shortage of physicians, the demand for services from an aging population, and the 
continuously strong PA applicant pool. 

The base of applicants for PA programs has grown by more than 10 percent each year since 
2000, and The Bureau of Labor Statistics projects a 39% increase in the number of PA jobs 
between 2008 and 2018. With its relatively short initial training time and the flexibility of 
generalist-training, the PA profession is well-positioned to help fill projected shortages of 
available health care professionals. 

The need for generalist medical training, workforce diversity and health providers willing to 
practice in underserved areas are key priorities identified by HRSA. Studies have found that 
health professionals from underserved areas are three to five times more likely to return to 
imderserved areas to provide care. To provide the highest quality care, it is increasingly 
important that the health workforce better represent America’s changing demographics, as well 
as addresses issues of disparities in health care. PA programs have been successful in attracting 
students fi-om underrepresented minority groups and disadvantaged backgrounds. Title VII 
grants are also weighted toward programs with a high success rate of placing PAs in underserved 
communities and are helping the profession make even greater strides toward these goals. 


Title VII Funding 

Title VII funding is the only potential source of federal funding for PA programs. These federal 
dollars play a crucial role in developing and supporting PA education programs, and are helping 
to facilitate the growth of a profession that meets many of the 2l“ century health system 
demands for improvements in quality, access and cost of care. 

Title VII funding fills a specific need for both curriculum and faculty development. These grants 
enhance primary care clinical training and education, assist PA programs with recruiting 
applicants from minority and disadvantaged backgrounds, and fund innovative programs that 
focus on educating a culturally competent workforce. Title VII funding also increases the 
likelihood that PA students will practice in medically underserved communities with health 
professional shortages. 
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PA programs have already used Title VII funds to creatively expand care to underserved areas 
and populations, as well as develop a diverse PA workforce. 

• A Texas program has used its PA training grant to support a distant site in an underserved 
area. This grant provides assistance to the program to recruit, educate and train PA 
students in the largely Hispanic South Texas and mid-Texas/Mexico border areas and 
supports new faculty development. 

• A Utah program has used its PA training grant to promote interprofessional teams — an 
area of strong emphasis in the Patient Protection and Affordable Care Act. The grant 
allowed the program to optimize its relationships with three service-learning partners, 
develop new partnerships with service-learning sites, and create a model geriatric 
curriculum that includes didactic and clinical education. 

• An Alabama program used its PA training grant to update and expand current health 
behavior educational curriculum and HIV/STD training. It was also able to include PA 
students from other programs who were interested in rural, primary care medicine for a 
four-week comprehensive educational program in HIV diagnosis and management. 

• A South Carolina program has developed a model program that offers a two-year 
academic fellowship for recent PA gr^uates with at least one year of clinical experience. 
To further enhance an evidence-based approach to education and practice, two specific 
practice projects were embedded in the fellowship experience. Fellows direct and 
evaluate PA students’ involvement in the “Towards No Tobacco” curriculum, aimed at 
fifth graders, and the PDA Patient Data experience, aimed at assessing health care 
services. 

Title VII support for PA programs has been strengthened with the enactment of the Patient 
Protection and Affordable Health Care Act (P.L. 1 11-148), which provides a 1 5 percent 
allocation in the appropriations process for PA programs at the primary care medicine line. This 
funding will enhance capabilities to train a growing PA workforce and is likely to increase the 
pool of faculty positions as PA programs will now be eligible for faculty loan repayment. As is 
true of many post-graduate programs, loan burdens are barriers to physician assistant entry into 
academia. 

In FY 2013, a new priority for PA training grants will focus on training 1,400 additional 
physician assistants over a five year period, by providing funding to “develop the infrastructure 
necessary to expand and improve teaching quality at clinical sites for Physician Assistant 
students.” (Department of Health and Human Services, FY 2013, HRSA Justification for 
Estimates for Appropriations Committee, Executive Summary). The future of the profession and 
its ability to meet patients’ demands for care rests in large part on the ability to train the next 
generation of PAs. Title VII provides the support needed to ensure both the quantity and quality 
of teaching staff in the U.S. will continue to reflect the highest educational standards in the 
world. 
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The History of Physician Assistant Education 

The first physician assistant class of 1965 was comprised of Navy corpsmen who served during 
the Vietnam War and applied their direct medical experience in the military to practicing primary 
care. Since those first three PAs paduated from Duke University, the profession has pown 
dramatically. Today, there are 164 accredited PA programs which paduate more than 6,000 new 
PAs each year, and more than 60 new propams are in the pipeline. 

The growth rate in the applicant pool is remarkable. Tracked via the Centralized Application 
Service (CASPA), in March 2006 there were a total of 7,608 applicants to PA education 
programs; as of March 2011, there were 16,1 12 — a 1 12 percent increase over the past five years. 

One reason for the appeal of the PA profession is that the average PA education propam is 27 
months in length, significantly shorter than other post-paduate propams. Typically, one year is 
devoted to classroom study and approximately 15 months are devoted to clinical rotations. The 
curriculum generally includes 400 hours of basic sciences and nearly 600 hours of clinical 
medicine. Within the health care workforce, only physicians receive more clinical education than 
PAs. 

Federal support has been critical to the development of the profession at several key points, 
including the creation of the PAEA Faculty Development Institute, which provides training for 
new and experienced faculty to improve teaching quality and encourage sharing of curricular 
resources. To allow the profession to meet the obvious and powing demands of students and 
their future patients, continued funding is critical. 


Honoring the Roots of the PA Profession 

As the first class of PAs demonstrated, veterans with medical backpounds are excellent potential 
candidates for PA propams due to their leadership and professional skills. Special incentives for 
both PA schools and students with a military backpound can help expedite the process of 
matriculation into the educational system. PAEA and other interested stakeholders are currently 
working with HRSA to identify best practices in “bridge programs” and career counseling 
services provided to service members and veterans interested in a health career. Additionally, 
there is a new priority included in the FY 2013 PA training grant to identify best practices for; 

• Expedited curricula; 

• Enhanced veteran recruiting; 

• Enhanced retention; and 

• Enhanced mentoring services for veterans. 

This propam ensures that our nation’s service members with medical skill and specialties are 
able to transition into a career in the civilian workforce when they leave the military. They, too, 
can contribute to a solution to the primary health care workforce shortage if given the right 
opportunities. 
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Summary of FY 2013 Funding Recommendations 

The Physician Assistant Education Association requests that the Appropriations Committee 
support funding for Title VII and VIII health professions programs at a minimum of $520 
million for FY 2013. This level of funding is needed to adequately support the nation’s demand 
for primary care practitioners, particularly those who will practice in medically underserved 
areas and serve vulnerable populations. TTie Physician Assistant Education Association also 
respectfully asks for support for the $12 million allocation in the President’s FY 2013 budget 
request for PA education programs. 

We thank the members of the subcommittee for their continued support of the health professions 
and look forward to working with you to solve the nation’s health workforce shortage and meet 
the need for high quality, affordable health care accessible to all. We appreciate the opportunity 
to present the Physician Assistant Education Association’s FY 2013 fimding recommendation. 
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RAILROAD RETIREMENT BOARD 
FISCAL YEAR 2013 BUDGET REQUEST 

Statement for the Record, March 20, 2012 

HOUSE APPROPRIATIONS SUBCOMMITTEE ON LABOR, HEALTH 
AND HUMAN SERVICES, EDUCATION AND RELATED AGENCIES 

Michael S. Schwartz, Chairman of the Board 

Walter A. Barrows, Labor Member of the Board 

Jerome F. Kever, Management Member of the Board 

Mr. Chairman and Members of the Committee: 

We are pleased to present the following information to support the Railroad Retirement 
Board’s (RRB) fiscal year 2013 budget request of $1 12,415,000 to operate the agency. 

The RRB administers comprehensive retirement/survivor and unemploymenVsickness 
insurance benefit programs for railroad workers and their families under the Railroad Retirement 
and Railroad Unemployment Insurance Acts. The RRB also has administrative responsibilities 
under the Social Security Act for certain benefit payments and Medicare coverage for railroad 
workers. In recent years, the RRB has also administered extended unemployment benefits under 
the American Recovery and Reinvestment Act of 2009 (P.L. 111-5) and the Worker, 
Homeownership, and Business Assistance Act of 2009 (P.L. 1 11-92), as amended. The recently 
enacted Middle Class Tax Relief and Job Creation Act of 2012, (P.L. 112-96) provides extended 
unemployment benefits for periods of eligibility beginning through calendar year 2012. 

During fiscal year 2011, the RRB paid $11 billion, net of recoveries and offsetting 
collections, in retirement and survivor benefits to about 578,000 beneficiaries. We also paid 
$90.9 million in net unemployment and sickness insurance benefits under the Railroad 
Unemployment Insurance Act and $7.8 million under P.L. 1 11-92, as amended, for special 
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extended unemployment benefits to a total of about 28,000 claimants. In addition, the RRB paid 
benefits on behalf of the Social Security Administration amounting to $1 .4 billion to about 
1 15,000 beneficiaries. 

PROPOSED FUNDING FOR AGENCY ADMINISTRATION 

The President’s proposed budget would provide $1 12,415,000 for agency operations, 
which would enable us to maintain a staffing level of 885 full-time equivalent staff years (FTEs) 
in 2013. The proposed budget would also provide $3,562,000 for conversion of our obsolete 
integrated financial management system to a shared service provider. Furthermore, $1,176,000 
would be invested into more information technology (IT) to continue stretching the value of our 
baseline funding that has remained substantially below required amounts for the past three years. 
The IT investments include $621,000 for IT tools and infrastructure replacement, $275,000 for 
network operations and emergency services, and $280,000 for E-Govemment initiatives and 
conversion of employee official personnel files to an electronic format. 

AGENCY OPERATIONS 

Although funding for agency operations has been held at nearly the same level for the 
past 3 years, the RRB is achieving its mission. During fiscal year 2011, the agency provided 
benefit services within the timeframes promised in the RRB Customer Service Plan 99.2 percent 
of the time, and maintained benefit payment accuracy rates exceeding 99 percent. Customer 
satisfaction with RRB services has also been high. In January 2012, the RRB achieved a score 
of 81 in a survey of claimants receiving unemployment and sickness insurance benefits. This 
was 14 points higher than the federal government average. 
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These results have been possible due to the efforts of the RRB’s experienced and 
dedicated workforce, supported by advanced information technology. To ensure that the RRB 
can continue to provide this level of service in future years, the agency will need sufficient 
funding to recruit and train qualified staff to replace 40 percent of our retirement eligible 
workforce, sustain our technological infrastructure, continue with modernization of systems, and 
uphold optimal results of processing operations against a constrained baseline. As rising costs of 
doing business erode the ^ency’s bu}dng power each year, it becomes more of a challenge today 
to fiscally plan for the outyears to protect current services without undermining the impact of 
modernization activities, which are essential to maintaining service levels in the future. 

FINANCIAL MANAGEMENT INTEGRATED SYSTEM 
The RRB’s fiscal year 2013 budget request includes $3,562,000 for a major project to 
migrate from our obsolete legacy financial management system to the cloud or a shared service 
provider. While the system continues to meet our financial processing and reporting 
requirements, conversion to a shared service provider hosted solution follows applicable laws 
and current Office of Management and Budget guidance while removing the risk associated with 
dependence on a system that has reached the end of its life cycle in 2003. 

Advantages of a conversion include compliance with the Financial Management Lines of 
Business processes established by the Financial Systems Integration Office, improved end-user 
reporting capabilities that replace manual processes, a user-friendly interface supporting faster 
transaction processing, and the transfer of daily system operations to an outside service provider. 
The transfer of system operations relieves the RRB of activities such as supporting the financial 
management system application upgrades, configurations, maintenance and modifications. 
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OTHER REQUESTED FUNDING 

The President’s proposed budget includes $45 million to fund the continuing phase-out of 
vested dual benefits, plus a 2 percent contingency reserve of $900,000 which “shall be available 
proportional to the amount by which the product of recipients and the average benefit received 
exceeds the amount available for payment of vested dual benefits.” In addition, the President’s 
proposed budget includes $150,000 for interest related to uncashed railroad retirement checks. 

FINANCIAL STATUS OF THE TRUST FUNDS 

Railroad Retirement Accounts - The RRB continues to coordinate its financial 
activities with the National Railroad Retirement Investment Trust (Trust), which was established 
by the Railroad Retirement and Survivors’ Improvement Act of 2001 (RRSIA) to manage and 
invest railroad retirement assets. Pursuant to the RRSIA, the RRB has transferred a total of 
$21,276 billion to the Trust. All of these transfers were made in fiscal years 2002 through 2004. 
The Trust has invested the transferred funds, and the results of these investments are reported to 
the RRB and posted periodically on the RRB’s website. The net asset value of Trust-managed 
assets on September 30, 2011, was approximately $22.1 billion, a deerease of $1.6 billion fi-om 
the previous year. As of March 2012, the Trust had transferred approximately $12.5 billion to 
the Railroad Retirement Board for payment of railroad retirement benefits. 

In June 201 1, we released the annual report on the railroad retirement system required by 
Section 22 of the Railroad Retirement Act of 1974, and Section 502 of the Railroad Retirement 
Solvency Act of 1983. The report addressed the 25-year period 201 1-2035, and included 
projections of the status of the retirement trust funds under three employment assumptions. 

These assumptions indicated that barring a sudden, unanticipated, large decrease in railroad 
employment or substantial investment losses, the railroad retirement system would experience no 
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cash flow problems for the next 23 years. Even under the most pessimistic assumption, the cash 
flow problems would not occur until the year 2034. The report did not recommend any change 
in the rate of tax imposed by current law on employers and employees. 

Railroad Unemployment Insurance Account — The RRB’s latest annual report on the 
financial status of the railroad unemployment insurance system was issued in June 2011. The 
report indicated that even as maximum daily benefit rates rise 38 percent (fi-om $66 to $91) from 
2010 to 2021, experience-based contribution rates are expected to keep the unemployment 
insurance system solvent. Due to short-term cash-flow problems, $46.5 million was borrowed 
from the Railroad Retirement Account during fiscal year 2010. The loans were fully repaid by 
the end of fiscal year 2011. 

Unemployment levels are the single most significant factor affecting the financial status 
of the railroad unemployment insurance system. However, the system’s experience-rating 
provisions, which adjust contribution rates for changing benefit levels, and its surcharge trigger 
for maintaining a minimum balance, help to ensure financial stability in the event of adverse 
economic conditions. No financing changes were recommended at this time by the report. 


Thank you for your consideration of our budget request. We will be happy to provide 
further information in response to any questions you may have. 
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RESEARCH! 

AMERICA 

AN AUUNCE KHI DOCDVEmES IN HCAITH' 

Testimony of Research! America 

Concerning fiscal year 2013 Appropriations for the Department of Health and Human Services 
Submitted for the Record, March 06, 2012 

Thank you, Chairman Rehberg and Ranking Member DeLauro for the opportunity to submit 
testimony regarding fiscal year 2013 appropriations under the jurisdiction of the Subcommittee 
on Labor, Health and Human Services, Education and Related Agencies. Our testimony will 
highlight the strength of public support for increased funding of several agencies within the 
Department of Health and Human Services: the National Institutes of Health (NIH), the Centers 
for Disease Control and Prevention (CDC), the Food and Drug Administration (FDA) and the 
Agency for Healthcare Research and Quality (AHRQ) - agencies that play an essential role in 
advancing health, fueling business development and job growth, and combating spiraling health 
care costs. 

ResearchlAmerica appreciates the subcommittee’s past support for research conducted and 
supported by NIH, CDC, FDA, and AHRQ. We appreciate that NIH and FDA received a budget 
increase in fiscal year 2012. Unfortunately, CDC and AHRQ received budget cuts, muting the 
capacity of these agencies to contribute to our nation’s research enterprise and fulfill other facets 
of their crucial missions. 

It is counterproductive to discontinue our nation’s long-standing commitment to strong and 
sustained investments in research for health. Studies have shown that health research is a tool 
with the unique, dual capability of growing the economy and reducing federal health care costs. 
And for research to be effective, it must be sustained. Progress is an iterative process that 
requires consistent support. We urge the subcommittee to provide funding increases for NIH, 
CDC, FDA, and AHRQ, preventing further erosion in their capabilities and enabling them to 
continue to contribute meaningfully to the health and economic wellbeing of Americans. 


Each agency plays a unique role in promoting the best interests of our nation: 


• Research funded by the National Institutes of Health at universities, academic medical 
centers, independent research institutions and small businesses across the country lays 
the foimdation for new product development by the private sector. Since much of the 
research NIH supports is at the non-coimnercial stages of the research pipeline, NIH 
funding does not compete with, but rather sets the stage for, critical private sector 
investment and development. These two complementary funding streams lead to 
business development, job growth, and beneficial medical advances. Taxpayer-funded 

1101 King Street, Suite 520 • Alexandria, VA 22314 • P 703.739.2577 • F 703.739.2372 
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research through the NIH has allowed us to convert HIV/AIDS from a death sentence to 
a treatable chronic disease; has reduced the costly toll of premature heart disease death 
and disability and made childhood cancers treatable diagnoses; the secrets of diabetes, 
Alzheimer’s, Parkinson’s, and host of cancers and many other diseases can and will be 
unlocked by science - the question is not if but when we will achieve our goals in these 
arenas. Whether viewed through the lens of advancing the health, wellbeing, and 
longevity of Americans or of gaining control over health spending that is driving up the 
federal budget, overcoming these health threats must remain a top priority. 

• The Centers of Disease Control and Prevention engage in research that stems deadly and 
costly pandemics, bolsters our nation’s defenses against bioterrorism, and helps prevent 
the onset of debilitating and expensive diseases. The CDC is the nation’s first responder 
to lethal viruses and infections, including life-threatening and costly drug-resistant 
infections that pose a particular threat to children and young adults, as well as 
investigating tragic phenomena like cancer clusters. Due to cuts in recent years, the CDC 
is functioning with one hand tied behind its back, even as health challenges like the 
obesity epidemic, autism, and infectious disease outbreaks that capture headlines and ruin 
lives. 


• Research supported by the Agency for Healthcare Research and Quality identifies 
inefficiencies in health care delivery that inflate the cost of public and private insurance. 
AHRQ-supported research also improves the quality of care to help reduce the length and 
intensity of disability and disease, and helps patients and physicians make informed 
treatment decisions, improving outcomes and reducing costly “false starts” in the 
provision of health care services. Given the enormity of the challenge of inefficiency in 
health care delivery, AHRQ is severely under-powered. 

• The Food and Drug Administration is a lynchpin in our nation’s research and 
development pipeline. By ensuring the safety and efficacy of new medicines and medical 
technologies, FDA plays a pivotal role in translating health research into improved 
treatments for patients. FDA has undertaken a hugely important effort to update 
regulatory science in order to speed new medical advances to the marketplace. Under- 
investing in FDA not only leaves patients needlessly waiting for potentially life-saving 
new treatments, it affects our nation’s ability to protect Americans against food-bome 
illnesses, counterfeit medicines, and tainted drug and food imports. 

As national polling commissioned by ResearchlAmerica in October of 201 1 demonstrates, the 
American public strongly supports robust investment in research to improve health. The poll, 
which surveyed a nationwide mix of self-described conservatives (36.8%), liberals (27.9%) and 
moderates (35.3%), found that: 


• 86% of Americans say that investing in health research is important to job creation and 
economic recovery; 

• 77% of Americans think the U.S. is losing its global competitive edge in science, 
technology and iimovation; 
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• 50% of Americans would be willing to pay higher taxes if they were certain that all of the 
money would be spent on additional medical research; 

• 78% of Americans say the U.S. is not spending enough of our health care dollars on 
research; 

• 58% of Americans believe we are not making enough progress in medical research in the 
U.S; 

• 79% of Americans agree with the following statement: “Even if it brings no immediate 
benefits, basic scientific research that advances the frontiers of knowledge is necessary 
and should be supported by the federal government.”; 

• 92% of Americans say it is important that our nation support research that focuses on 
how well the health care system is functioning; 

• 82% of Americans say that the government should play a role in prevention research; and 

• 54% of Americans say research to improve health is part of the solution to rising health 
care costs. 

These findings bear out some important points: 

• Americans not only value medical research that leads directly to advances in health care, 
they appreciate the importance of basic research that lays the groundwork for these 
discoveries, as well as health research, which focuses on such goals as improving health 
care delivery and identifying effective prevention strategies. 

• Americans recognize that our nation’s hold on global leadership in the R&D arena is 
precarious. Our leadership position will evaporate if policymakers shortchange 
government investment in the basic research and development that fuels private sector 
innovation. As it stands, China, Japan and India are investing more than 10% of their 
GDP on R&D, while the United States invests less than 3%. At this pace, China will 
begin to outspend the United States within the next five to ten years. 

• Americans know that our nation’s best weapon against spiraling health care costs is 
research. Ignoring growing health care costs is a ticket to disaster. Alzheimer’s disease 
alone is projected to cost the federal government trillions of dollars over the next 20 
years. Ultimately, we must prevent and cure disease in order to tackle the costs 
associated with it. 

Beyond research focused on domestic health issues, Americans strongly support global health 
research. Some 78% of Americans say that it is important that the U.S work to improve health 
globally through research and innovation. Compassion and commonsense converge in the global 
health R&D arena. Tuberculosis alone represents a major humanitarian crisis, taking 1.8 million 
lives a year and leaving countless orphans and widows. 

In addition to the ethical imperative driving global health R&D, such research benefits our troops 
abroad, and is an investment in the health of Americans. International travel means that it is not 
a matter of if, but when, deadly global threats, such as multiple-drug resistant tuberculosis reach 
the US. Every year, 60 million Americans travel to other countries and 50 million people from 
abroad travel to the U.S.t*' In an interconnected world, U.S. global research saves lives at home 


ITA (International Trade Administration), Offi ce of Travel and Tourism Industries, “Total International 
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and abroad. And like domestically-focused research, global health research conducted in the US 
drives new businesses and new jobs. Further, major global health threats individually and 
collectively represent one of the most significant destabilizing forces in the developing world. 
Diseases like HIV/AIDS, Tuberculosis, and Malaria takes the lives of tens of millions of 
working-aged adults in developing countries, leaving poverty and social and political instability 
in their wake. Ultimately, global health is a global security, global development, and global 
humanitarian assistance issue. Reducing the burden of disease in developing countries is a 
stabilization strategy that can save millions of precious lives and hundreds of billions of dollars 
going forward. 

There are few federal investments that confer as many benefits as research to improve health -- 
new cures, new businesses, new jobs, new answers to spiraling health care costs, new tools to 
promote humanitarian and national security goals, and new fuel to drive US leadership in a 
global economy increasingly shaped by the ability of competitor coimtries to continuously 
innovate. 

Research [America appreciates the difficult task facing the subcommittee as it seeks to 
simultaneously confront the budget deficit, strengthen the United States, and promote the 
wellbeing of Americans. We firmly believe that investing in NIH, CDC, FDA, and AHRQ is a 
means of advancing all three of these fundamental goals. 

Thank you, Mr. Chairman and Members of the Committee. 


Travelers Volume to and fix)m the U.S. 1995-2005,” avail^le onJiiK at http:/Amet.ita.doc.gov/outreachpages/inboimd. 


total inti travel volume 1995-2005.html. 
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Written Testimony of James Lacy, Past President, on behcdf of Rotary International -29 March 2012 
House Appropriations Subcommittee on Labor, Health and Human Services, Education, and Related PrograYS 

Chairman Rehberg, members of the Subcoimnittee, Rotary International appreciates this 

opportunity to submit testimony in support of the poho eradication activities of the U. S. Centers 

for Disease Control and Prevention (CDC). The Global Poho Eradication Initiative (GPEI) is an 

unprecedented model of cooperation among national governments, civil society and UN agencies to 

work together to reach the most vulnerable through a safe, cost-effective pubUc health intervention, 

and one which is increeisingly being combined with opportunistic, complementary interventions such 

as the distribution of life-saving vitamin A drops, oral rehydration therapy, zinc supplements, and 

even something as simple as the distribution of soap. The goal of a poho free world is within our 

grasp because poho eradication strategies work even in the most chaUenging environments and 

circumstances, as demonstrated by India, the most recent of the more than 200 countries that have 

successfully interrupted transmission of poho. 

PROGRESS IN THE GLOBAL PROGRAM TO ERADICATE POLIO 

Significant strides were made toward poho eradication in 201 1 thanks to this committee’s 
leadership in appropriating funds for the poho eradication activities of the CDC. 

• India, once the source of more cases of poho than all other countries combined, was removed 
from the list of endemic countries in February 2012, after a year without a case of poho. 

• Eradication efforts have led to more than a 99% decrease in cases since the launch of the GPEI, 
with only 31 cases to date in 2012, as compared to 67 this time last year (as of 21 March 2012). 
There were less than 700 cases of poho in 201 1 - 50% fewer cases than in 2010. 

• Incidence of type 3 poho is at historicaUy low levels. There were 67 cases of type 3 poho in 
201 1 as compared to 87 in 2010. Type 3 poho is also found in fewer areas than ever before. 

• Angola, one of four countries considered to have reestabhshed transmission of poho, only had 
5 cases of poho in 201 1 and has not reported a case of poho in more than sk months. 
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Written Testimony of James Lacy, Past President, on behalf of Rotary International -29 March 2012 
House Appropriations Subcommittee on Labor, Health and Human Services, Education, and Related Programs 

• In 2011, China, which had been polio free since 1999, experienced an outbreak of polio of 
Pakistani origin resulting in 21 cases of polio. Such outbreaks are a tragic and costly reminder 
of the need to maintain high quality surveillance routine immunization in polio free countries. 

• In 2011, the Presidents of Pakistan, Demoeratic Republic of Congo, and Angola each 
laimched National Plans to eradicate Polio in order to improve polio eradication efforts. 

• A shortfall in the funding needed for polio eradication activities in polio affected and at-risk 
countries continues to pose a serious threat to the achievement of a polio free world. 

The ongoing support of donor countries is essential to assure the necessary human and financial 
resources are made available to polio-endemic countries to take advantage of the window of 
opportunity to forever rid the world of polio. Access to children is needed, particularly in conflict- 
affected areas such as Afghanistan and its shared border with Pakistan. The continued leadership 
of the United States is essential to exploit past progress and meet these challenges. 

THE ROLE OF ROTARY INTERNATIONAL 

Rotary International, a global association of more than 32,000 Rotary clubs in more than 170 
countries with a membership of over 1 .2 million business and professional leaders (more than 
365,000 of which are in the U.S.), has been committed to battling polio since 1985. Rotary 
International has contributed more than US$1 billion toward a polio free world - representing the 
largest contribution by an international service organization to a public health initiative ever. 
Rotary also leads the United States Coalition for the Eradication of Polio, a group of committed 
child health advocates that includes the March of Dimes Foundation, the American Academy of 
Pediatrics, the Task Force for Global Health, the United Nations Foundation, and the U.S. Fund 
for UNICEF. These organizations join us in thanking you for your support of the GPEI. 
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Written Testimony of James Lacy, Past President, on behalf of Rotary International -29 March 2012 
House Appropriations Subcommittee on Labor, Health and Human Services, Education, and Related Programs 

THE ROLE OF THE U.S. CENTERS FOR DISEASE CONTROL AND PREVENTION 

Rotary commends CDC for its leadership in the global poUo eradication effort, and greatly 
appreciates the Subcommittee’s support of CDC’s polio eradication activities. The investment in 
this global effort has helped to make the United States the leader among donor nations in the 
drive to eradicate this crippling disease. Due to Congressional support, in FY 201 1 and FY 2012 
CDC was able to: 

• activate its Emergency Operations Center (EOC) in December, 201 1, to harness the expertise 
of technical experts from across CDC to catalyze the agency’s polio response in a rapid and 
efficient manner; 

• create an enhanced country support structure, including country-specific teams for Nigeria, 
Pakistan, and Afghanistan, to identify gaps in the prevention of polio transmission; develop 
comprehensive country plans for the eradication of polio; ensure quality vaccination 
campaigns; deploy technical experts to urgently respond to outbreaks, conduct AFP 
surveillance reviews, and support WHO Expanded Program on Immunization (EPI) reviews; 

• purchase more than 290 million doses of oral polio vaccine in 201 1 for use in mass 
vaccination campaigns in Asia, Africa, and Europe. CDC also provided operational support to 
reach 32 million children worldwide with oral polio vaccine; 

• provide the needed human resources to strengthen detection of polioviruses by expanding the 
number of experienced Stop Transmission of Polio (STOP) volunteer consultants to 255 
consultants in 201 1 - a 38% increase over 2010. CDC plans to ramp up STOP teams in 
Nigeria, Chad, and other priority countries through specialized National STOP (N-STOP) 
teams (which use trained, local volunteer consultants) modeled after Pakistan’s 201 1 
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Written Testimony of James Lacy, Past President, on behalf of Rotary International -29 March 2012 
House Appropriations Subcommittee on Labor, Health and Human Services, Education, and Related Prograt^s 

successM pilot, and to increase the length of STOP deployments from 3 months to 5.5 

months starting in July 2012; 

• provide technical and programmatic assistance to the global polio laboratory network overall 
through the Polio Laboratoiy in CDC’s Division of Viral Diseases. CDC’s labs provide critical 
diagnostic services and genomic sequencing of polioviruses to help guide disease control 
efforts. CDC will continue to serve as the global reference laboratory, while commencing 
environmental surveillance in countries to serve as a “safety measure” to detect any 
polioviruses circulating in areas without cases; and 

• demonstrate increased leadership and commitment in key polio affected countries. Over the 
past two years, CDC Director Thomas Frieden, has visited several countries (Cote d’Ivoire, 
India, Kenya, Nigeria) that have experienced ongoing polio outbreaks to reafSrm CDC’s 
commitment to polio eradication and motivate in-country partners to ensure polio eradication 
remains a priority. Dr. Frieden is also a dedicated member of the Polio Oversight Board, the 
new governing body of the Global Polio Eradication Initiative, and led the first meeting of this 
entity in January. 

FISCAL YEAR 2013 BUDGET REQUEST 

For Fiscal Year 2013, we respectfully request that you include $126.4 million for the targeted 
polio eradication efforts of the Centers for Disease Control and Prevention, the same level 
included in the President’s Fiscal Year 2013 request. The funds we are seeking will allow CDC to 
My capitalize on the resources of the EOC to provide direct support and build capacity to 
continue intense supplementary immunization activities in the remaining polio affected countries, 
continue innovative research on the changing epidemiologic situation of polio, such as population 
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House Appropriations Subcommittee on Labor, Health and Human Services, Education, and Related Programs 

immunity and risk of importations, and also the role of inactivated polio vaccine (IPV) in routine 
immunization following oral polio vaccine (OPV) cessation. These funds will also help maintain 
essential certification standard sirrveillance. 

BENEFITS OF POLIO ERADICATION 

Since 1988, over 5 million people who would otherwise have been paralyzed will be walking 
because they have been immunized against polio. Tens of thousands of public health workers have 
been trained to manage massive immunization programs and investigate cases of acute flaccid 
paralysis. Cold chain, transport and communications systems for immunization have been 
strengthened. The global network of 146 laboratories and trained personnel established by the 
GPEI also tracks measles, rubella, yellow fever, meningitis, and other deadly infectious diseases 
and will do so long after polio is eradicated. 

A study published in the November 2010 issue of the journal Vaccine estimates that the global 
poUo eradication initiative could provide net benefits of at least $40-50 billion if transmission of 
wild polio viruses b stopped within the next five years. Polio eradication is a cost-effective public 
health investment, as its benefits accrue forever. On the other hand, more than 10 million children 
will be paralyzed in the next 40 years if the world faik to capitalize on the more than $8 billion 
already invested in eradication. Success will ensure that the significant investment made by the 
US, Rotary International, and many other countries and entities, is protected in perpetuity. 
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Written Testimony Submitted by Kathleen Clanon, MD 
Steering Committee Member, Ryan White Medical Providers Coalition 

to the U.S. House Appropriations Subcommittee on 
Labor, Health and Human Services, Education and Related Agencies 

Regarding Part C of the Ryan White Program at the HIV/AIDS Bureau of the Health 
Resources and Services Administration in the Department of Health and Human Services 

March 29, 2012 

Introduction 

I am Dr. Kathleen Clanon, an HIV physician and Medical Director of the HIV ACCESS 
program in Oakland, California. I am submitting written testimony on behalf of the Ryan White 
Medical Providers Coalition. 

Thank you for the opportunity to discuss the important HIV/AIDS care conducted at Ryan White 
Part C funded programs nationwide. Specifically, the Ryan White Medical Provider Coalition, 
the HIV Medicine Association, the CAEAR Coalition, and the American Academy of HIV 
Medicine estimate that approximately $461 million Is needed to provide the standard of care for 
all Part C program patients. (This estimate is based on the current cost of care and the number of 
patients that Part C clinics serve.) Because these are exceptionally challenging economic times, 
we request $285.8 million for Ryan White Part C programs in FY 13, the authorized amount 
that Congress legislated for Part C programs in its 2009 reauthorization of the Ryan White 


Program. 
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The Ryan White Medical Providers Coalition was formed in 2006 to be a voice for medical 
providers across the nation delivering quality care to their patients through Part C of the Ryan 
White program. We represent every kind of program, from small and rural to large urban sites in 
every region in the coimtry, and we advocate for a full range of primary care serviees for patients 
living with HIV. 

Adequate funding for Part C of the Ryan White Program is essential to providing both effeetive 
and efficient eare for individuals living with HfV/AIDS, and we thank the Subcommittee for its 
support of Ryan White Part C Programs in FY 12. And while we also are gratefiil for the $15 
million in additional funding that the Administration invested in Part C Programs in honor of 
World AIDS Day 201 1 and its request to invest additional funding in FY 13, the economic 
pressures that Part C clinic face in order to serve all patients requesting HTV care and treatment 
remain significant. 

HIV Treatment is HIV Prevention: Part C Proerams Save Both Lives and Money 
Investing in Part C services improves lives and saves money. Part C of the Ryan White 
Program funds comprehensive HIV care and treatment, services that are directly responsible for 
the dramatic decreases in AIDS-related mortality and morbidity over the last decade. Part C 
providers serve over 255,000 patients with HIV/AIDS per year, or over half of the individuals 
in regular care and treatment. 

The Ryan White Program has supported the development of expert HIV care and treatment 
programs that provide medical homes for patients with this serious, chronic condition. In 201 1, a 
ground-breaking clinical trial (HPTN 052) - named the scientific breakthrough of the year by 
Science magazine - found that HIV treatment not only saves patient lives, but also reduces HIV 
transmission by more than 96% — proving that HIV treatment is also HIV prevention. 
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Now is the time to invest in the comprehensive medical care supported by Ryan White Part C 
clinics to save lives and better address the HIV epidemic in the U.S. Early and reliable access to 
HIV care and treatment both helps patients with HIV live relatively healthy and productive lives 
and is more cost effective. One study from the Ryan White Part C Clinic at the University of 
Alabama at Birmingham found that patients treated at the later stages of HIV disease required 
2.6 times more health care dollars than those receiving earlier treatment meeting federal HIV 
treatment guidelines. 

Patient Loads Are Increasing at an Unsustainable Rate 

Patient loads have been increasing at Part C clinics nationwide. This continued steady increase 
in patients has occurred on account of higher diagnosis rates and declining insurance coverage 
resulting in part from the economic downturn. The CDC reports that the number of HIV/AIDS 
cases increased by 15 percent from 2004 to 2007 in 34 states} 

Last year in New York, when St. Vincent’s Hospital in New York City closed, a Part C clinic at 
St. Luke’s-Roosevelt Hospital had to absorb almost the entire St Vincent’s HIV/AIDS clinic, 
approximately 1000 patients, over the course of just a few days. Additional clinics have closed, 
such as one in Sonoma County, CA, and others having longer wait times for new patient 
appointments (8 weeks long in some places). Other programs, such as one Part C clinic in 
Arizona, are deciding whether to close their doors to new patients entirely because of an 
inability to treat additional patients within existing financial and HIV workforce resources. 


* Centers for Disease Control and Prevention. HIV/AIDS Surveillance Report, 2007. Vol. 19. U.S. Department of 
Health and Human Services, Centers for Disease Control and Prevention; 2009:5. 
www.cdc.gov/hiv/topics/surveillance/resources/reports/ . 
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Our patients struggle in times of plenty, and during this economic downturn they have relied on 
Part C programs more than ever. While these programs have been under-funded for years, 
economic pressures are creating a crisis. Clinics are discontinuing primary care and other 
critical medical services, such as laboratory monitoring-, suffering eviction from their clinic 
locations-, operating only 4 days per week; and laying off staff just to get by. Y ears of nearly 
flat funding combined with large increases in the patient population and the recent economic 
crisis are negatively impacting the ability of Part C providers to serve their patients. 

The following graph demonstrates the growing disparity between funding for Part C and the 
increasing patient population. I refer to this gap between funding and patients as the “Triangle of 
Misery” because it represents the thousands of patients in HTV/AIDS care and treatment and the 
Part C programs nationwide that are struggling to serve them with extremely limited resources. 

The Triangle of Misery: Part C Caseload Increases Outpace Funding Increases 7 to I 



710 


Conclusion 

These are challenging economic times, and we recognize the severe fiscal constraints Congress 
faces in allocating limited federal dollars. The significant financial and patient pressures that we 
face in our clinics at home propel us to make the request for $285.8 million in FY 13 funding 
for Ryan White Part C programs. This fimding would help to support medical providers 
nationwide in delivering life-saving, effective HIV/AIDS care and treatment to their patients. 

Thank you for yotn time and consideration of our request. If you have any questions, please do 
not hesitate to contact the Ryan White Medical Providers Coalition Convener, Jenny Collier, at 
jennycnllierid@vahoo.com or 202-295-7 1 88. 
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WRITTEN TESTIMONY 
OF 

CAROLE L. SHERMAN 
March 29, 2012 

U.S. HOUSE OF REPRESENTATIVES COMMITTEE ON APPROPRIATIONS 
Subcommittee on Labor, Health and Human Services, Education and Related Agencies 

Re: Department of Health and Human Services/ Administration on Children and Families - 
Administration on Developmental Disabilities' programs created under Public Law 106-402 ("DD 
Act") 


Chairman Rehberg, Ranking Member DeLauro and Members of the Committee: 

Thank you for the opportunity to submit testimony regarding appropriations for the programs 
funded under Public Law 106-402 (Developmental Disabilities Act - "DD Act" - programs) which 
are administered by the Department of Health and Human Services/ Administration on Children 
and Families. 

I am a volunteer advocate. My interest in the appropriations for the DD Act programs is that of 
mother and co-guardian of an adult son, aged 43, whose severe brain injuries occurred at birth. 
DD Act programs have used and are using their grant funds to undermine and eliminate state- 
operated licensed, Medicaid-certified congregate care programs for individuals who have been 
adjudicated incompetent and whose continuous care is beyond their families' capacities. I 
object. 

Our son, a middle aged man, has a medical diagnosis of profound mental retardation and 
autism. John functions on the level of a toddler. He is basically non-verbal, with occasional 
echolalia (he may repeat in short words or phrases what another says directly to him) and 
exhibits pica (an intense desire to consume inedibles). He has a toddler's sense of danger 
(without close supervision, he might walk into a busy street; and he would not recognize a toxic 
cleaning product as something harmful to ingest, for example). 

John can be frightening to an untrained person. A large mobile man when he is frustrated or 
experiences discomfort, he might come too close to others, and in a full blown meltdown, he 
might howl and hit his face and chew on his right wrist. At such times, he is vulnerable to over- 
reaction by un-trained, un-supported staff. Our son's care is beyond our family's capacities. All 
of his life, John and others similarly situated will rely on the humanity of others for health and 
safety. In particular, they will require residential programs with high standards when there are 
no living or active family members involved in their lives. For many years our son's safe home 
has been a state-operated congregate-care, Medicaid-certified intermediate care facility. 
Through litigation, lobbying and awarding grant funds to others to engage in lobbying, DD Act 
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programs are engaged in efforts to systematically dismantle the residential living facilities for 
fragile persons, removing the most defenseless among us from their protected environment 
without respect for the wishes of guardians and without justifying rationaie. 

The four DD Act Programs are (1) State Councils on DD, (2) Protection and Advocacy Systems, 
(3) University Centers for Excellence in DD, and (4) Projects of National Significance. The first 
three programs operate in every state and call themselves DD Networks. 

DD Act programs say (wrongly) that my son's rights are violated because he lives in a 
"segregated" setting. The groups say (wrongly) that my son is "warehoused" because he lives 
in a congregate care setting. The groups say (wrongly) that my son's care will be less expensive 
if he is in a "community" setting. The groups say (wrongly) that they have a "mandate" to 
effect "systems change" and to "balance the Medicaid bias" for institutional programs. 

My response is that individuals who function at the level of a toddler, with little or no 
awareness of danger, need the structured, specialized care provided in Medicaid certified 
licensed intermediate care facilities; that the only peer - reviewed study on "cost of care" of 
which I am aware states that there should be no significant cost savings in another setting when 
ail factors are considered; and finally, the states spend far more Medicaid funds on community 
care for persons with cognitive-developmental disabilities than they spend on Institutional care. 

I am offended that federal tax dollars are spent in undermining and dismantling a system of 
care that is absolutely essential to many persons with disabilities. It is our position (including 
those like my family who are parents and families of the critically disabled individuals at risk) 
that congregate care facilities, adequately funded, offer the most suitable settings and 
programs for a particular group of those suffering from some of the most severe forms of 
cognitive-developmental disabilities. 

Protection & Advocacy Systems Programs in Arkansas 

In my State of Arkansas, the DD Act Protection and Advocacy System (called in Arkansas 
"Disability Rights Center") has: 

(1) brought 3 federal law suits seeking to change Arkansas' developmental centers' admission 
and discharge policies; 

(2) brought federal lawsuits naming center residents as plaintiffs without notice or consent of 
their legal guardians; 

(3) brought federal lawsuits seeking to represent all center residents through class actions; 

(4) testified before a state legislative committee against adequate funding for Arkansas center 
budgets; 
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(5) circulated information to the legislature in support of eliminating developmental centers 
citing inaccurate information from the Supreme Court Olmstead decision; 

(6) organized a rally calling on the Governor to close one of the state-operated centers; 

(7) fried a complaint with the Department of Justice which resulted in a federal lawsuit against 
all of the state's licensed, certified developmental centers; 

(8) denigrated the Conway Development Center in the media during a federal trial; and 

(9) has sent and is sending financial support to the national association of protection and 
advocacy systems ("National Disability Rights Network" - "NDRN"), which lobbies Congress, 
CMS and the Administration to "shift" Medicaid funding from congregate care programs. 

Friends in other states report similar actions by the protection and advocacy systems in their 
states. 

DP Act Programs Work Collaborativelv Without Sufficient Oversight 

There is insufficient oversight of the grantees and their national organizations funded under 
Public Law 106-402 ("DD Act"). Too often, the groups, which identify themselves by different 
names in the states, are in the forefront of lobbying for the elimination of publicly-operated 
(Medicaid-certified) licensed facilities for individuals with severe cognitive-developmental 
disabilities. 

State Councils for Developmental Disabilities have used and are using grant funds to train 
individuals, many of whom have less severe mental disabilities, to lobby against the option of 
congregate care for persons with profound and severe disabilities. The closure of the last 
publicly-operated facility in Alabama, Partlow Center, is a recent example of DD Council's 
training and lobbying programs in collaboration with Alabama P&A program. Other states in 
which DD Act programs have worked collaboratively to achieve closure of congregate care 
facilities for vulnerable persons are Oregon and Wisconsin. 

In 2010, the Administration on Developmental Disabilities (ADD) conducted national "Listening 
Sessions." In November, 2010, I traveled to Texas with two other representatives from 
Arkansas to attend and present at the ADD Dallas Listening Session. Our group had a brief 
private meeting with ADD Commissioner S. Lewis where we made our complaints about the use 
of public funds to support deinstitutionalization activities of DD Act programs. The 
Commissioner's position was that such activities were in keeping with the DD Act. On "Day 
Two" of the Listening Session, persons who expressed support of congregate care on "Day One" 
were screened out of the proceedings. Participants who expressed support for the option of 
institutional programs were also excluded from the drafting and writing sessions (January, 
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2011), although we specifically requested to receive notice and to be involved. The ADD 
Listening Sessions Project, as carried out, concealed the true intent of the project: to create a 
document that supports the ideology of deinstitutionalization - the forced removal of persons 
with profound disabilities from their homes - and to create a semblance of public involvement 
in the process. Because a clear purpose of the ADD Listening Project is to undermine the choice 
of institutional care, it is a misuse of public funds. I OBJECT. Administration on Developmental 
Disabilities should not use its program funds (or work with others) to destroy my son's home. 

Request 

Public Law 106-402 ("DD Act") expressly provides that individuals with disabilities and their 
families are the primary decision makers regarding placement decisions. The Centers for 
Medicaid expressly provides that eligible persons may choose between institutional care and 
community care. ADD and the DD Act programs ignore these directives and actively have 
worked and are working to eliminate the option of institutional care. 

The comprehensive and devastating reach of the DD Act Programs' agenda on the most 
vulnerable among us requires active, vigilant Congressional oversight. We respectfully request 
this subcommittee's review and action by: 1) discontinuing to fund the de-institutionalization 
programs of the Administration on Developmental Disabilities and the DD Act Programs; and 2) 
placing restrictions on the Administration on Developmental Disabilities and the DD Act 
Programs, limiting the groups' funds to engage in actions that drive states out of their roles in 
providing care for our most severely Impaired developmentally disabled citizens. 

Thank you very much for this opportunity. 

Respectfully submitted, 

/s/ Carole L. Sherman 

450 Midland Street 
Little Rock, AR 72205 

(501) 680-5893 cell 
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STATEMENT OF DR. PHYLLIS ZEE 
PRESIDENT 

SLEEP RESEARCH SOCIETY 
2510 NORTH FRONTAGE ROAD, DARIEN, IL 60561 
(202)544-7499 MPILARCIK(ffi;HMCW.ORG 

REGARDING FISCAL YEAR 2013 APPROPRIATIONS 
FOR THE CENTERS FOR DISEASE CONTROL AND PREVENTION AND THE 
NATIONAL INSTITUTES OF HEALTH 

SUBMITTED TO THE HOUSE COMMITTEE ON APPROPRIATIONS; 
SUBCOMMITTEE ON LABOR, HEALTH AND HUMAN SERVICES, 
EDUCATION, AND RELATED AGENCIES - MARCH 29, 2012 

The members of the Sleep Research Society (SRS) are pleased to submit this statement for the 
record recommending S32 billion in FY 2013 for the National Institutes of Health (NIH). The 
Scleroderma Foundation also recommends maintaining the Sleep Program at the Centers for 
Disease Control and Prevention (CDC). Established in 1961. the Sleep Research Society 
(SRS) is a member organization of scientists that exists to foster scientific investigation on all 
aspects of sleep and its disorders, to promote training and education in sleep research, and to 
provide forums for the exchange of knowledge pertaining to sleep. 

Sleep and circadian disturbances and disorders affect millions of Americans across all 
demographic groups. An estimated 25-30% of the general adult population, and a comparable 
percentage of children and adolescents, is affected by decrements in sleep health that are proven 
contributors to disability, morbidity, and mortality. As a result, sleep and circadian disturbances 
and disorders have been recognized by Congress and the Depaitment of Health and Human 
Services as high priority targets for basic and clinical scientific investigation. 
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In November of 201 1 a new NIH Sleep Research Plan was released. It identifies new 
opportunities for continued advances in understanding the function of sleep to inform lifestyle 
choices and improve the opportunity of individuals to achieve their optimal health outcome. The 
plan w£is developed through an open process with the Sleep Disorders Research Advisory Board 
and with input from the public, academia and health care professionals. The plan provides the 
following insights regarding steep loss’s effects on society: 

Chronic sleep deficiency and circadian disruption is an emerging characteristic of modem urban 
lifestyles and is associated with increase disease risk through multiple complex pathways in all 
age groups. Developing a mechanistic understanding of the threat posed by sleep deficiency and 
circadian disturbance to health, healthy equity, and health disparities is an urgent challenge for 
biomedical research in many domains. Population-based data on the prevalence of circadian 
dismption and its relationship to disease risk is relatively limited. However, recent findings from 
large multi-site cohort studies and nationally representative surveillance data from the Centers 
for Disease Control indicate that sleep deficiency among Americans is pervasive, and much 
higher than inferred from clinical data. For example: 

• Nearly 70% of high school adolescents sleep less than the recommended 8-9 hours of sleep on 
school nights despite a physiological need. Short sleep in this age group is associated vnth 
suicide risk, obesity, depression and mood problems, low grades, and delinquent behavior. 

• Nationwide, 70% of adults report that they obtain insufficient sleep or rest at least once each 
month, and 1 1% report insufficient sleep or rest every day of the month. 

• Frequent sleep problems are reported by 65% of Americans including difficulty falling asleep, 
waking during the night, and waking feeling unrefreshed at least a few times each week, with 
nearly half (44%) of those saying they experience that sleep problem almost every night. 
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• Short and long sleep duration is associated with up to a 2 fold increased risk of obesity, 
diabetes, hypertension, incident cardiovascular disease, stroke, depression, substance abuse, and 
all-cause mortality in multiple studies. 

• Drowsy driving may be a factor in 20% of all serious motor vehicle crash injuries.2 A large 
naturalistic study of 100 drivers and nearly 2 million miles of driving identified sleepiness as a 
factor in 22% of crashes, and 16% of near-crashes. A third of Americans report falling asleep 
while driving 1 to 2 times per month and 26% drive drowsy during the workday. 

Although knowledge of basic sleep and circadian mechanisms and the pathophysiology of sleep 
and circadian disorders and disturbances has advanced considerably since the 1996 NIH Sleep 
Disorders Research Plan was developed, important questions remain. For instance, studies are 
needed to stratify risks to health and identify vulnerable populations. Mechanistic studies are 
needed to define the genomic, physiological, neurobiological, and developmental impact of sleep 
and circadian disturbances. Recent findings indicate that sleep and circadian rhythms are coupled 
to chromatin remodeling and regulate as much as 20% of gene expression in peripheral tissues 
including the heart, liver, pancreatic islets, adipose, and immune system. Genome-wide 
association studies have implicated pancreatic melatonin receptor polymorphism in both blood 
glucose regulation and diabetes risk. Research is also needed to enhance the translation of sleep 
and circadian scientific advances to clinical practice, researchers in cross-cutting domains, and 
communities. 

Advances in basic sleep and circadian knowledge are poised to provide an improved foundation 
for understanding how sleep and circadian rhythms contribute to health, and why a wide range of 
health, performance and safety problems emerge when sleep and circadian rhythms are 
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disrupted. Strengthening and preserving our nation’s biomedical research enterprise through 
investment in NIH fosters economic growth and is vital to the innovations that enhance the 
health and well-being of the American people. 
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Testimony of The Society for Healthcare Epidemiology of America (SHEA) 
and the Association for Professionals in Infection Control and Epidemiology (APIC) 
to the U.S. House of Representatives Appropriations Subcommittee on 
Labor, Health and Human Services, Education and Related Agencies on 
Fiscal Year 2013 Appropriations for the U.S. Department of Health and Human Services (HHS) 

March 29, 2012 

The Society for Healthcare Epidemiology of America (SHEA) and the Association for Professionais in Infection Control and 
Epidemiology thank you for this opportunity to submit testimony on federal efforts to eliminate preventable healthcare-associated 
infections (HAIs). HAIs are among the leading causes of preventable death in the United States, accounting for an estimated 
1 .7 million infections and 99,000 associated deaths annually according to the CDC’s most recent official estimates. In addition to 
the substantial human suffering, HAIs contribute $28 to $33 billion in excess healthcare costs each year. 

The good news is that some HAIs are on the decline as a result of recent advances in the understanding of how to prevent 
certain infections. In particular, bloodstream infections associated with indwelNng central venous catheters, or “central lines,’ are 
largely preventable when healthcare providers use the CDC infection prevention recommendations in the context of a 
performance improvement collaborative. Over the past decade, the Agency for Healthcare Research and Quality (AHRQ) 
has funded numerous projects targeting HAI prevention that have led to the successful reduction of central line-associated blood 
stream Infections (CLABSIs) in hospital intensive cate units (ICUs). Healthcare professionals have reduced these infections in 
ICU patients by 58% since 2001 , which represents up to 27,000 lives saved. In spite of this notable progress, there is a great 
deal of work to be done toward the goal of HAI elimination. 

To build and then sustain these winnable battles against HAIs, we urge you, in Fiscal Year 2013, to support the CDC 
Coalition's request for $7.8 billion for the CDC’s “core programs.” We are concerned about the President’s FY 2013 budget 
proposal that would reduce the CDC's budget authority by $664 million, for a total reduction of $1 .4 billion since FY 2010, At the 
same time, the Administration and Congress increasingly rely on the Prevention and Public Health Fund and funding transfers 
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from other agerrcies to backfill the cuts to CDC's budget authority. We believe that Congress should prioritize funding for the 
activities and programs supported by CDC that are essential to protect the health of the American people. 

We especially want to highlight our support for the $27.5 million in the President's budget for the CDC’s National 
Healthcare Safety Network (NHSN). These funds are critically needed to ensure high-quality monitoring of HAI prevalence as 
well as antibiotic usage in the U.S. Collection of accurate, timely, and complete data is necessary to measure the true extent of 
the problem, develop evidence-based HAI prevention strategies and monitor their effectiveness. In addition, consistent, high 
quality, scientifically sound and validated data are necessary to be reported at the state and federal level to ensure that accurate 
data ate available to evaluate the HHS National Action Plan to Prevent HAIs progress as well as to support transparency to the 
public, allowing for fair comparisons between facilities. Such data are critical to understanding patterns of HAI prevalence, which 
help public health and healthcare practitioners better coordinate prevention efforts and measure reduction in HAIs. Since NHSN 
is the only system with this capability, the majority of states have adopted it for legislatively mandated public reporting and most 
inpatient facilities reimbursed by Medicare are required to report specified HAIs via NHSN, Data from other care settings and 
additional infection types are being phased in. Thus, the number of facilities, types of facilities and number of infection indicators 
are growing exponentially. 

Despite the system's importance in our nation's efforts to monitor and prevent HAIs, funding for NHSN has been flat since 
FY 2010. Without additional funding, increasing the number of facilities reporting into NHSN from 3,000 in 2010 to an expected 
16,500 in 2013 will exceed the capacity of the system. The requested funding for NHSN will allow CDC to modernize the NHSN 
information technology platform to enhance electronic data collection, reduce the burden of data collection and allow fecilities, 
states and federal agencies to focus on infection prevention and control. The NHSN serves as the foundation for prevention and 
the development of innovative, evidence-based HAI prevention strategies. Federal resources are required to ensure arcurate, 
timely, and complete data are reported to NHSN and become available to the public. We urge you to support the requested 
funding level for NHSN to allow the CDC, states and other federal agencies to use this tool to carry out their mission to 
ensure the public’s health, assure and improve the quality of care and enhance patient safety. 

CDC’s Antimicrobial Resistance activities are included within the Emerging and Zoonotic Infectious Disease programs' proposed 
budget. SHEA and APIC commend the CDC for creating an expert advisory group on antimicrobial resistance. 
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Continued support for the Emerging Infections Program (EIP) is also critical as the HAI component engages a network of 
state healtfi departments and their academic medical center partners to help answer important questions about emerging HAI 
threats, advanced infection tracking methods and antibiotic resistance in the U.S. Ensuring the effectiveness of antibiotics well 
into the future is vital for the nation’s public health, particulariy at this time when our current therapeutic options are dwindling 
and research and development of new antibiotics is lagging. As bacteria and other micro-organisms are becoming more 
resistant to antimicrobials, it is essential that the CDC maintains the ability to monitor organism resistance in healthcare as it is 
one of the most pressing problems and greatest challenges that healthcare providers will confront during the coming decade. 

It is critical that antimicrobial stewardship programs are adopted in all settings where antimicrobials are used. SHEA 
and APIC applaud the CDC for its Get Smart for Healthcare campaign, which aims to optimize antibiotic use by encouraging 
adherence to appropriate prescribing guidelines in hospitals and long-term care fxilities and we encourage its continued 
support. We also strongly support the NHSN's Antibiotic Use Module. Launched In May 2011, it is the first effort In the U.S. 
to define national data on antibiotic use in healthcare institutions. Because single payer systems have the advantage of making it 
easier to track antimicrobial resistance, the U.S, stands at a disadvantage to European countries in this regard. 

SHEA and APIC are strongly supportive of the CDC Prevention Epicenters Program, a collaboration of CDC's Division of 
Healthcare Qualty Promotion (DHQP) and five academic medical centers that conduct innovative infection control and 
prevention research to address important scientific questions regarding the prevention of HAIs, antibiotic resistance and other 
adverse healthcare events. The Epicenters Program is funded through the NHSN and has provided a unique forum in which 
academic leaders In healthcare epidemiology can partner directly with each other and with CDC subject matter experts. The 
resultant emphasis on multicenter collaborative research projects, through which investigators work together as a group, allows 
for research that in many cases, would not have been possible for a single academic center. The knowledge gained through the 
Epicenters Program has been highly valuable to the field, and has resulted in over 150 publications in peer-reviewed journals on 
a wide range of HAI prevention topics. 

Existing HAI prevention strategies are limited by the current state of science, and as a result cannot prevent all HAIs even when 
fully implemented. As we strive to eliminate all preventable HAIs, we need to identify the gaps in our understanding of what is 


actually preventable. This distinction is critical to help guide subsequent research priorities and to help set realistic expectations. 
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SHEA and APIC believe In the importance of conducting basic, epidemiological and translational studies to fill basic 
and clinical science gaps. White health services research (i.e., successful implementation of strategies already known or 
suspected to be beneficial) may provide some immediate short-term benefit, to achieve further success, a substantial investment 
in basic science, translational medicine, and epidemblogy is needed to permit effective and precise, interventions that prevent 
HAIs. Moreover, experts in the field (Epidemiologists and Infection Preventionists), in collaboration with CDC and AHRQ, should 
be engaged in order to further define and prioritize the research j^enda. 

SHEA and APIC strongly support the proposed investment of $34 million by AHRQ in FY 2013 to reduce and prevent 
healthcare-associated Infections (HAIs). This total includes $11.6 million in HAI research grants to improve the prevention 
and management of HAIs and $22,4 million in HAI contracts including nationwide implementation of Comprehensive Unit-based 
Safety Program (CUSP). AHRQ-funded projects related to HAI prevention involve the implementation of CUSP, which is based 
on an Intensive Cate Unit Safety Reporting System developed by the Johns Hopkins University Quality and Safety Research 
Group, Baltimore, MD. SHEA and APIC are very pleased that AHRQ is expanding the CUSP program to all 50 States, extending 
its reach to other settings in addition to ICUs, and broadening the focus to address other types of infections, such as catheter- 
associated urinary tract infections (CAUTis). Our organizal'ons are participating in the CUSP-CAUTI initiative through 
identification of expert members to sen« on a national network of clinical faculty working to improve patient safety through 
dissemination of educational modules across the nation. 

Despite the fact that HAIs are among the top ten annual causes of death in the U.S., support for basic, translational and 
epidemiological HAI research has not been a priority of the National Institutes of Health (NIH). The reality is that scientists 
studying these infections receive relatively less funding than colleagues in many other disciplines. The limited availability of 
federal funding to study HAIs has the effect of steering young investigators interested in pursuing research in this area toward 
other, better-funded fields. This severely hampers the HAI clinical research enterprise at a time when it should be expanding. 

The current convergence of scientific, public and legislative interest in reducing rates of HAIs can provide the necessary 
momentum to address and answer important questions in HAI research and move our discipline to the next level of evidence- 
based patient safety. SHEA and APIC urge your support of increased NIH funding for basic, translational and 
implementation research proportionate to the clinical significance of HAIs. 
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Although we ate pleased that HHS’ Office of the Assistant Secretary for Health (OASH) has expressed support for the 
implementation of HAI-related refontis through the overall OASH budget, we believe having dedicated funding of $5 million 
for the HAI Action Plan is the best way to ensure that this critical initiative is adequately resourced. SHEA and APIC 
members have been actively engaged in this partnership for HAI prevention under the leadership of HHS Assistent Secretary for 
Health, Dr. Howard Koh and Deputy Assistant Secretary for Healthcare Quality, Dr. Don Wright. The development of the HAI 
Action Han and the funding to support these activities has been critical to the effort to build support for a coordinated federal 
plan to prevent infections. Additionally, we believe strongly that the CDC is the agency with the necessary expertise to 
define appropriate metrics through which the HAI Action Plan can best measure its efforts. 

SHEA and APIC also request that the Subcommittee approve $16.1 million for the Centers for Medicare and Medicaid 
Services (CMS) surveys of ambulatory surgical centers (ASCs) as part of the budget request addressing direct survey costs. 
This funding will allow the CMS to continue the enhanced survey process - developed jointly with the CDC - to target infection 
control deficiencies in ASCs every four years. We believe this enhanced survey process is a good way of ensuring that basic 
infection prevention practices are followed, thus avoiding potential outbreaks due to unsafe practices. 

We thank you for the opportunity to submit testimony and greatly appreciate this subcommittee’s assistance in providing the 
necessary funding for the federal government to have a leadership role in the effort to eliminate HAis. 


About SHEA: SHEA has helped define best practices in healthcare epidemiology woridwide since its founding in 1980, The Society works to 
achieve the highest quality of patient care and healthcare personnel safety in all healthcare settings by applying epidemiologic principles and 
prevention strategies to a wide range of qualityK)f-care Issues. SHEA is a growing organization, strengthened by its membership of 2,200 in 
all branches of medicine, public health, and healthcare epidemiology. SHEA members are committed to implementing evidence-based 
strategies to prevent HAis and improve patient safety, and have sciendlic expertise in evaluating potential strategies to aaxtmplish this goal. 


About APIC: APIC's mission is to create a safer world through prevention of infection. The association's more than 14,000 members direct 
infection prevention programs that save lives and improve the bottom line for hospitals and other healthcare facilities. APIC advances its 
mission through patient safety, implementation science, competencies and certification, advocacy, and data standardization. 
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(202) 962-4000 - Email: advocacy@sfii.org 
Testimony to the Appropriations Committee, United States House of Representatives 
Subcommittee on Labor, Health and Human Services, Education & Related Agencies 
on FY 2013 Funding for the National Institutes of Health 
March 28,2012 

Mr. Chairman and Members of the Subcommittee, my name is Marty Saggese and I am executive 
director of the Society for Neuroscience (SfN), the world’s largest society dedicated to advancing the 
understanding of the brain and nervous system. On behalf of the Society, I would like to thank you for your 
past support of neuroscience research throughout the National Institutes of Health (NIH). I urge you to 
continue to grow the investment in NIH as part of the U.S. commitment to advance science, improve health, 
and strengthen the nation’s economic potential and long-term competitiveness. 

Founded in 1969, SfN has grown from a membership of 500 to more than 42,000 researchers 
working in more than 80 countries. This rapid growth reflects the tremendous progress made in 
understanding brain cell biology, physiology, and chemistry, and the tremendous potential and importance of 
this field. Today, the field sits on the cusp of revolutionary advances, and NIH-funded research has played 
an essential role by enabling advances in brain development, imaging, genomics, circuit function, 
computational neuroscience, neural engineering and many other disciplines. 

To continue this important work SfN stands with partners in the medical and scientific community to 
request at least $32 billion for NIH in FY 20 1 3 . In this testimony, I will highlight how these advances have 
benefited taxpayers, and some of the challenges that need to be addressed to prevent lapsing fiuther behind 
other nations throughout the world both scientifically and economically. 

What is the Society for Neuroscience? SfN is a nonprofit membership organization of basic 
scientists and physicians who study the brain and nervous system. The SfN mission is to advance the 
understanding of the brain and the nervous system by bringing together scientists of diverse backgrounds, by 
facilitating the integration of research directed at all levels of biological organization, and by encouraging 
translational research and the application of new scientific knowledge to develop improved disease 
treatments and cures; provide professional development activities, information, and educational resources for 
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neuroscientists at all stages of their careers, including undergraduates, graduates, and postdoctoral fellows, 
and increase participation of scientists from a diversity of cultural and ethnic backgrounds; promote public 
information and general education about the nature of scientific discovery and the results and implications of 
the latest neuroscience research, and support active and continuing discussions on ethical issues relating to 
the conduct and outcomes of neuroscience research; and inform legislators and other policymakers about 
new scientific knowledge and recent developments in neuroscience research and their implications for public 
policy, societal benefit, and continued scientific progress. 

What is Neuroscience? Neuroscience is the study of the nervous system. It advances the 
understanding of human function on every level: movement, thought, emotion, behavior, and much more. 
Neuroscientists use tools across disciplines — from biology and computer science to physics and chemistry — 
to examine molecules, ners'e cells, networks, brain system, and behavior. Through research, neuroscientists 
work to understand normal functions of the brain and determine how the nervous system develops, matures, 
and maintains itself through life. This research is the foundation for preventing, treating or curing more than 
1,000 neurological and psychiatric disorders that result in more hospitalizations in the U.S. than any other 
disease group, including heart disease and cancer. In 2007, the World Health Organization estimated that 
neurological disorders affect up to one billion people worldwide. In fact, neurological diseases make up 1 1 
percent of the world’s disease burden, not including mental health and addiction disorders. Neuroscience 
includes basic, clinical and translational research. Basic science unlocks the mysteries of the human body by 
exploring the structure and function of molecules, genes, cells, systems, and complex behaviors, and basic 
science funding at NIH continues to be essential to ensure discoveries inspire scientific pursuit and medical 
progress for future generations. 

The following are just two of many emerging stories of important progress in neuroscience research, 
and these are based in large part on strong historic investment in NIH and other research agencies: 

Epigenetics Research: Is it "nature" or "nurture" that influences behavior and health outcomes? 
Researchers now know these factors are not independent: experience and environment ("nurture") modify 
genes ("nature") — a phenomenon known as epigenetics. Some of these modifications can be passed to the 
next generation, suggesting it may be possible for our life experiences to affect our children and 
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grandchildren. Recent research finds epigenetics affects normal brain processes — such as development or 
memory — and abnormal brain processes like depression and disease. Emerging studies in people suggest 
epigenetics may affect human behavior and be a factor in neurological and psychiatric disease. One example 
is Rett syndrome, a genetic disorder that almost exclusively affects young girls and currently has no cure, as 
well as schizophrenia, autism, and Alzheimer's disease. Also, unlike most genetic mutations, epigenetic 
marks can be reversed. In fact, the U.S. Food and Drug Administration has approved several drugs that work 
to improve health outcomes by modifying these marks. Many of these drugs were originally identified by 
cancer researchers, and brain scientists are now working to develop safer, more effective drugs to improve 
cognitive function and behavior in people — highlighting the importance of collaboration across scientific 
institutes and disciplines and the powerful potential to apply basic and applied research well beyond its 
original intent. 

Fear and Post-Traumatic Stress Disorder: In a given year, about 3.5 percent of Americans suffer 
from post-traumatic stress disorder (PTSD), a punishing disorder marked by intense fear, anxiety, and 
flashbacks that follow a traumatic experience. For U.S. military personnel returning from Iraq and 
Afghanistan, the prevalence of PTSD may be as high as one in five. Until now, there have been few 
treatment options for PTSD. However, new basic science and clinical research on the biological basis of fear 
suggests promising new therapeutic avenues. Rat studies determined that those with lesions in a brain region 
called the amygdala failed to associate a neutral stimulus, like a tone, with a fearful event, like a mild shock. 
Furthermore, people who had surgery to remove the portion of the temporal lobe that contains the amygdala, 
a treatment for some forms of epilepsy, had difficulty learning to associate a flash of light with an unpleasant 
noise. These findings suggest that fear is a special type of learning and memoiy . 

Rewriting fearful memories or forgetting them altogether might therefore help conquer fears. But as 

researchers learn how fear memories are encoded in the brain, and as animal research helps to identify new 

treatments, there may be new therapeutic options. One new treatment is the antibiotic D-cycloserine. This 

drug activates receptors in the amygdala that are important in extinction. Additionally, drugs called beta 

blockers are used to treat people with high blood pressure — they stabilize the body's response to a stressor, 

preventing the fight-or-flight response. A recent human stu dy showed that, when given during recollection of 
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a frightening memory, the beta blocker propranolol reduced fear but did not affect knowledge of an event. 
Researchers are currently evaluating propranolol's ability to prevent PTSD in trauma patients. These 
promising results of repurposing existing drugs would not have been possible without basic scientific 
research, funded largely by the NIH, National Science Foundation, and Department of Defense. 

Economic Impact: These and thousands of other studies are advancing our understanding of the 
brain and nervous system, and are translating into potential treatments for patients in the future. Also, these 
investments will contribute to economic growth in hundreds of communities nationwide, as more than 83 
percent of NIH funding is distributed to more than 3,000 institutions in communities in every state. 

Moreover, it will help preserve and expand America’s role as leader in biomedical research, which fosters a 
wide range of private enterprises in the pharmaceutical, biotechnology, medical device, and many others. 

For example, in FY 2010, NIH investments led to the creation of 487,900 jobs, and produced more than $68 
billion in new economic activity - helping 1 6 states to experience job growth of 1 0,000 jobs or more at a 
time when unemployment was otherwise rising. 

Conclusion: With its rapid growth in countries worldwide, the SfN membership is a tremendous 
metaphor for the extraordinary opportunity and future of neuroscience. Like SfN, the study of neuroscience 
is growing rapidly, with young people flocking to the field. This reflects uiunatched opportunities for 
scientists, young and older alike, to make major discoveries, as the field has matured and developed 
extraordinary capacities and tools to study the living brain — connecting brain structure and function to 
physiology, disease, and behavior. The growth of neuroscience also reflects growing societal recognition of 
the field’s importance. Understanding the brain is vitally important and urgent if humankind is to address 
successfully major challenges facing our society and our world. As populations grow and age, understanding 
how to enhance human development and performance, and preserve function in aging are critical to social 
and economic prosperity. 

I also submit that it is vital for this committee to continue to recognize and sustain U.S. leadership in 
the global scientific arena. Neuroscience, like all fields of science, is an increasingly global enterprise, 
creating opportunities for both collaboration and competition. Fundamentally, neuroscientists worldwide are 
motivated to answer the question “I wonder why? often, they seek to pursue those answers 
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coUaboratively, working across borders to tackle large problems with sophisticated technologies and 
coordinated sub-specialties. To that end, many coimtries other than the U.S. demonstrate established and 
growing scientific excellence in the field, and this is a healthy and very positive trend. 

At the same time, for the U.S. there is growing competition for leadership in science worldwide, as 
many nations recognize it will be the foundation for economic prosperity in the coming decades. Over the 
last century, the U.S. has served as the global pace-setter on investment in science, and leveraged research as 
a primary engine for economic growth and prosperity, but this leadership is at risk. The U.S. has a perhaps- 
fleeting opportunity to retain its strong and unassailable positive leadership in global neuroscience by 
continuing to invest strongly in biomedical research. It also has a perhaps-fleeting window to avoid losing 
that leadership. 

In conclusion, NIH investments have made it possible for the field of neuroscience research to make 
great progress to understand basic biological principles and to advance treatments and cures for hundreds of 
neurological and psychiatric illnesses. However, continued progress can only be accomplished by a 
consistent and reliable funding source. This year’s investment is a building block for success ten, fifteen, 
even twenty years or more from now. 

The administration’s budget request for NIH is $30.7 billion, the same amount that was funded last 
year. This is a welcome start but it is insufficient to maintain the scientific progress and leadership required 
of the U.S. in the 21“ century. This subcommittee knows that a flat budget is a cut, given the rate of 
biomedical research inflation. The Society for Neuroscience does not believe that reducing our commitment 
to research is medically or economically justified. An FY2013 NIH appropriation of at least $32 billion and 
sustained reliable growth in the future is essential to take the research to the next level in order to improve 
the health of Americans and to maintain American leadership in science worldwide. Thank you for this 
opportunity to testify. 
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Subcommittee on Labor, Health and Human Services, Education and Related 
Agencies 

March 29, 2012 

The Society for Public Health Education (SOPHE) is a 501 (cX3) professional organization 
founded in 1950 to provide global leadership to the profession of health education and health 
promotion. SOPHE contributes to the health of all people and the elimination of health 
disparities through advances in health education theory and research; excellence in professional 
preparation and practice; and advocacy for public policies conducive to health. SOPFIE is the 
only independent professional organization devoted exclusively to health education and health 
promotion. Members include behavioral scientists, faculty, practitioners, and students engaged in 
disease prevention and health promotion in both the public and private sectors. Collectively, 

SOPHE’s 4,000 national and chapter members work in universities, medical/health care settings, 
businesses, voluntary health agencies, international organizations, and all branches of 
federal/state/local government. There are currently 19 SOPHE chapters covering more than 30 
states and regions across the country. 

SOPHE’s vision of a healthy world through health education compels us to advocate for 
increased resources targeted at the most pressing public health issues. For the FY 20 1 3 funding 
cycle, SOPHE encourages the Labor, Health and Human Services, Education and Related 
Agencies (Labor-HHS) Subcommittee to increase fimding for public health programs that focus 
on preventing chronic disease and other illnesses in adults as well as youth, and eliminating 
health disparities. In particular, SOPHE requests the following F Y 20 1 3 funding levels for 
Labor-HHS programs: 

■ $7.8 billioa for the Centers for Disease Control and Prevention (CDC) 

■ $1 billion for the Prevention and Public Health Fund 

■ $226 million for the Community Transformation Grants (CTG) Program 

• $100 million for the Preventive Health and Health Services Block Grant 
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The discipline of health education and health promotion, which is some 100 years old, uses 
sound science to plan, implement, and evaluate interventions that enable individuals, groups, 
and communities to achieve personal, enviromnental and population health. There is a robust, 
scientific evidence-base documenting not only that various health education interventions work 
but that they are also cost-effective. These principles serve as the basis for our support for the 
programs outlined below and can help ensure our nation’s resources are targeted for the best 
return on investment. 

Preventing Chronic Disease 

The data are clear: chronic diseases are the nation’s leading causes of morbidity and mortality 
and account for 75 percent of every dollar spent on health care in the U.S. Collectively, they 
account for 70 percent of all deaths nationwide. Thus, it is highly likely that 3 of 4 persons living 
in the districts of the Labor-HHS Subcommittee members will develop a chronic condition 
requiring long-term and costly medical intervention in their lifetime. Health expenditures 
increased from $1.4 trillion in 2000 to $2.6 trillion in 2010, and from 14 percent of the Gross 
Domestic Product to 18 percent. Yet evidence shows that investing just $1 in preventing disease 
will yield a $5 return on investment. 

SOPHE is requesting a FY 2013 funding level $7.8 billion for CDC in order to prevent 
chronic diseases and other illnesses, promote health, prevent injury and disability, and ensure 
preparedness against health threats. CDC is at the forefront of U.S. efforts to monitor health, 
detect and investigate health problems, conduct research to enhance prevention, develop sound 
public health policies, and foster safe and healthful environments. More than 80% of all CDC 
funds go back to states to address state and local health issues. The president’s FY 2013 budget 
proposal would reduce CDC’s budget authority by $664 million, for a total reduction of $1.4 
billion dollars since FY 2010. Studies show that spending as little as $10 per person on proven 
preventive interventions could save the country over $16 billion in just five years. The public 
overwhelmingly supports increased funding for disease prevention and health promotion 
programs. Small investments now in community-led, Innovative programs will help to increase 
our nation’s productivity and performance in the global market; help ensure military readiness; 


Testimony of the Society for Public Health Education to the House Labor/HHS/Ed Appropriations Subcommittee, 3/29/ 2012 

-page 2 



731 


decrease rates of infant mortality, deaths due to cancer, cardiovascular disease, diabetes, and 
HIV/AIDS, and; increase immunization rates. 

SOPHE is requesting a FY 2013 funding level of SI billion for the Prevention and Public 
Health Fund to sustain essential core public health infrastructure, the workforce, and our 
capacity to improve health in oin communities. The Prevention Fund helps states tackle the 
leading causes of death and root causes of costly, preventable chronic disease; detect and 
respond rapidly to health security threats; and prevent accidents and injuries. With this 
investment, the Fund helps states and the nation as a whole focus on fighting disease and illness 
before they happen. The evidence is overwhelming: investing in prevention saves lives and 
money. A July 201 1 study published in the journal Health Affairs found that increased spending 
by local public health departments ean save lives currently lost to preventable illnesses; a 201 1 
Urban Institute study concluded that it is in the nation’s best interest from both a health and 
economic standpoint to maintain fimding for evidence-based, public health programs that save 
lives and bring down costs; and finally, a 201 1 study in Health Affairs showed combination of 
three strategies - delivering better preventive and chronic care, expanding health insurance 
coverage, and focusing on protection is more effective at saving lives and money than 
implementing any one of these strategies alone. 

Although the enactment of the Middle Class Tax Relief and Job Creation Act of 2012 will reduce 
the Prevention and Public Health Fund by more than $5 billion over the next ten years, SOPHE 
strongly discourages further reductions in the Fund so that we can continue to strengthen core 
public health infrastructure, the workforce, and our capacity to improve health in our 
communities. 

SOPHE is requesting a FY 2013 funding level of $226 million for the CTG program to 

empower communities to transform places where people live, work, leam, and play to promote 
prevention and improve health by lowering rates of chronic disease. The CTG program supports 
states and communities tackle the root causes of poor health so Americans can lead healthier, 
more productive lives. All grantees work to address the following priority areas: 1) tobacco-free 
living; 2) active living and healthy eating; and 3) quality clinical and other preventive services. 
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Two-thirds of current CTG grantees address one or more other population groups experiencing 
disparities, including but not limited to the homeless and those living in underserved geographic 
areas. 

The CTG program is especially needed among our nation’s youth. In the last 20 years, the 
percentage of overweight youth has more than doubled, and for the first time in two centuries, 
children may have a shorter life expectancy than their parents. Fifteen percent of children and 
adolescents are overweight and more than half of these children have at least one cardiovascular 
disease risk factor, such as elevated cholesterol or high blood pressure. At the same time that 
obesity is becoming an epidemic, the CDC School Health Programs and Policy Study found that 
the majority of schools are teaching nutrition with health education teachers who do not meet 
even minimal certification standards. 

As part of the CTG initiative, SOPHE strongly supports CDC’s Racial and Ethnic 
Approaches to Community Health Across the U.S. (REACH U.S.) program, which 
addresses health risk behaviors in both children and adults. Chronic diseases account for the 
largest health gap among populations and increase health disparities among racial and ethnic 
minority groups. As the U.S. population becomes increasingly diverse, the nation’s health status 
will be heavily influenced by the morbidity of racial and ethnic minority communities. With 
CTG funding, the National REACH Coalition will address strategies in the areas of tobacco-ffee 
living, active living and healthy eating, clinical and other preventive services, social and 
emotional wellness, and healthy and safe physical environments — with a primary focus on 
African-American/Black, Hispanic/Latino, Asian, Native Hawaiian/Pacific Islander, and 
American Indian/Alaskan Native populations. 

SOPHE is requesting a FY 2013 funding level of $100 million for the Preventive Health and 
Health Services Block Grant to allow each state/territory to target resources to its unique public 
health challenges, while requiring timely reporting and accountability. The Block Grant was 
eliminated in the President’s FY 2013 budget proposal. As a critical public health resource, the 
Block Grant gives states the autonomy and flexibility to tailor prevention and health promotion 
programs to their particular public health needs. Grantees use funds to providf support to areas 
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where no federal support exists, or where categorical states funds are grossly insufficient for 
leading causes of illness, disability and death in their states/territories. With the uncertainty of 
state and local budgets, the proposed elimination of the Block Grant will limit the ability of 
public health departments to carry out essential services for chronic disease prevention, 
HIV/AIDs, food and water safety, bioterrorism and emergency preparedness, and other areas. 

SOPHE applauds the request of $378 million for the Coordinated Chronic Disease 
Prevention and Health Promotion Program, an increase of $128 million above the FY 2012 
level. The approach will enable CDC to create a coordinated, national response to school health 
and chronic disease, maximizing program effectiveness, reducing interrelated risk factors, and 
accelerating health improvements. Almost 80 percent of young people do not eat the 
recommended five servings of fruits and vegetables each day. Daily participation in high school 
physical education classes dropped from 42 percent in 1991 to 32 percent in 2001. Among 38 
states that participated in CDC’s latest School Health Policies and Programs Study, the 
percentage of schools that required a health education course decreased between 1996 and 2000, 
as did the percentage of schools that taught about dietary behaviors and nutrition. Patterns of 
poor nutrition, lack of physical activity, and other behaviors such as alcohol and tobacco use 
established during youth often continue into adulthood and contribute markedly to costly, 
chronic conditions. 

CDC’s Coordinated School Health Programs have been shown to be cost-effective in improving 
children’s health, their behavior, and their academic success. This funding builds bridges 
between state education and public health departments to coordinate health education, nutritious 
meals, physical education, mental health counseling, health services, healthy school 
environments, health promotion of faculty, and parent and community involvement. Gallup polls 
show strong parental, teacher, and public support for school health education. 

Thank you for this opportunity to present our views to the Subcommittee. We look forward to 
working with you to prevent chronic illness, improve the quality of lives, and save billions of 
dollars in health care spending. 
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Before the House Appropriations Subcommittee on Labor, Health and Human Services, Education, 
and other Related Agencies 
March 26, 2012 
Submitted for the Record 

The Society for Women’s health Research (SWHR) is pleased to have the opportunity to submit the 
following testimony in support of ongoing federal funding for biomedical research and specifically 
into biological sex differences and total women’s health research— within the Department of Health and 
Human Services (HHS) at the National Institutes of Health (NIH), Centers for Disease Control and 
Prevention (CDC), and the Agency for Healthcare and Research Quality (AHRQ). 


SWHR believes that sustained funding for biomedical and 
women’s health research programs conducted and 
supported across the federal agencies is absolutely 
essential if the U.S. is going to meet the health needs of 
women and men. A well-designed and appropriately- 
funded federal research agenda does more than avoid 
dangerous and expensive “trial and error” medicine 
for patients — it advances the nation’s research 
capability, continues growth in a sector with proven 
return on investment, and takes a proactive approach 
to maintaining America’s position as world-wide 
leader in medical research, education, and 
development. 

In his State of the Union address. President Obama stated that investment in biomedical research “will 
strengthen our security, protect our planet, and create countless new jobs for our people”. Proper 
investment in health research will save valuable dollars that are currently wasted on inappropriate 
treatments and procedures. Additionally, SWHR believes that targeted research into biological sex 
differences will help determine targeted treatments that will propel the U.S. into the realm of 
personalized medicine and usher in a 2U‘ century approach to patient care. 

National Institutes of Health 

SAVHR realizes that the federal government’s focus is on austerity; however, past Congressional 
investment for the NIH positioned the U.S as the world’s leader in biomedical research and has 
provided a direct and significant impact on women’s health research and the careers of women 
scientists over the last decade. In recent years, that investment has declined and jeopardized America 
place as the gold standard in biomedical research. Cutting NIH funding threatens scientific 
advancement, substantially delays cures becoming available in the U.S., and puts the innovative 
research practices and reputation that America is known for in jeopardy. 

From 2003- 2012, NIH has faced a 20.8% decrease in buying power as a direct result of budget cuts. 
When faced with budget cuts, NIH is left with no other option but to reduce the number of grants it is 
able to fund. The number of new grants funded by NIH had dropped steadily with declining budgets, 
growing at a percent less than that of inflation since FY2003. A shrinking pool of available grants has 
a significant impact on scientists who depend upon NIH support to cover both salaries and laboratory 
expenses to conduct high quality biomedical research, putting both medical advancement and job 
creation at risk. More than 83% of NIH funding is spent in communities across the nation, creating 
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jobs at more than 3,000 universities, medical schools, teaching hospitals, and other research 
institutions in every state. 

Reducing the number of grants available to researchers fiirther decreases publishing of new findings 
and decreases the number of scientists gaining experience in research, impacting a scientist’s 
likelihood of continuing research. New and less established researchers are forced to consider other 
careers, or take positions outside the U.S., resulting in the loss of the skilled bench scientists and 
researchers desperately needed to sustain America’s cutting edge in biomedical research. 

While the U.S. deficit requires careful consideration of all funding and investments, cutting relatively 
small discretionary funding within the NIH budget will not make a substantial impact on the deficit, 
but will drastically hamper the ability of the U.S. to remain the global leader in biomedical research. 

SWHR and WHRC recommend that Congress set, at a minimum, a budget of $32 billion for 
NIHforFY2013. 

Study of Sex Differences 

Scientists have just begun to uncover the significant biological and physiological differences between 
women and men and its impact health and medicine. Sex-based biology, the study of biological and 
physiological differences between women and men, has revolutionized the way that the scientific 
community views the sexes. Sex differences play an important role in disease susceptibility, 
prevalence, time of onset and severity and are evident in cancer, obesity, heart disease, immune 
dysfunction, mental health disorders, and many other illnesses. Medications can have different effects 
in woman and men, based on sex specific differences in absorption, distribution, metabolism and 
elimination. It is imperative that research addressing these important differences be supported and 
encouraged. 

SWHR recommends that NIH, with the funds provided, be mandated to report sex/gender differences 
in all research findings, including those studying a single sex but with explanation and justification. 
Further, NIH should seek to expand its inclusion of women in basic, clinical and medical research to 
Phase I, II, and III studies. By currently mandating sufficient female subjects only in Phase III, 
researchers often miss out on the chance to look for variability by sex in the early phases of research, 
where scientists look at treatment safety and determine safe and effective dose levels for new 
medications. By including female subjects in earlier phases of clinical research studies, the NIH 
will serve as a role model for industry research, as well as other nations. Only by gaining more 
information on how therapies work in women will medicine be able to advance toward more targeted 
and effective treatments for all patients, women and men alike. 

Office of Research on Women’s Health 

The NIH’s Office of Research on Women’s Health (ORWH) serves as the focal point for coordinating 
women’s health and sex differences research at NIH, advising the NIH Director on matters relating to 
research on women’s health and sex differences research, strengthening and enhancing research related 
to diseases, disorders, and conditions that affect women; working to ensure that women are 
appropriately represented in research studies supported by NIH; and developing opportunities for and 
support of recruitment, retention, re-entry and advancement of women in biomedical careers. 

The Building Interdisciplinary Research Careers in Women’s Health (BIRCWH) and Specialized 
Centers of Research on Sex and Gender Factors Affecting Women’s Health (SCOR) are two ORWH 
programs that benefit the health of both women and men through sex and gender research. 
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interdisciplinary scientific collaboration, and provide tremendously important support for young 
investigators in a mentored environment. 

The BIRCWH program, created in 2000, is an innovative, trans-NIH career development program that 
provides protected research time for junior faculty by pairing them with senior investigators in an 
interdisciplinary mentored environment. Each BIRCWH receives approximately $500,000 a year, most 
from the ORWH budget. To date, over 400 scholars have been trained in forty-one centers, and 
80% of those scholars have been female. The BIRCWH centers have produced over 1300 
publications, 750 abstracts, 200 NIH grants and 85 awards from industry and institutional 
sources. 

SCORs, established in 2003, are designed to increase innovative, interdisciplinary research focusing on 
sex differences and major medical problems that affect women through centers that facilitate basic, 
clinical, and translational research. Each SCOR program results in unique research and has 
resulted in over 150 published journal articles, 214 abstracts and presentations and 44 other 
publications. 

Additionally, ORWH has created several additional programs to advance the science of sex differences 
research and research into women’s health. The Advancing Novel Science in Women’s Health 
Research (ANSWHR) program, created in 2007, promotes innovative new concepts and 
interdisciplinary research in women’s health research and sex/gender differences. The Research 
Enhancement Awards Program (REAP) supports meritorious research on women’s health that 
otherwise would have missed the NIH institute & center (IC) pay line. 

In addition to its funding of research on women’s health and sex differences research, ORWH has 
established several methods for dissemination information about women’s health and sex differences 
research. ORWH created the Women’s Health Resources web portal in collaboration 
(http://www.womenshealthresources.nlm.nih.gov) with that National Library of Medicine, to serve as a 
resource for researchers and consumers on the latest topics in women’s health and uses social media to 
connect the public to health awareness campaigns. 

To allow ORWH’s programs and research grants to continue make their impact on research and the 
public, Congress must direct that NIH continue its support of ORWH and provide it with a SI million 
dollar budget increase, bringing its FY2013 total to S43.3 million. 

Health and Human Services ’ Office of Women ’s Health 

The HHS Office of Women’s Health (OWH) is the government's champion and focal point for 
women's health issues. It works to redress inequities in research, health care services, and education 
that have historically placed the health of women at risk. Without OWH’s actions, the task of 
translating research into practice would be only more difficult and delayed. 

Under HHS, the agencies currently with offices, advisors or coordinators for women’s health or 
women’s health research include the Food and Drug Administration (FDA), Centers for Disease 
Control and Prevention(CDC), Agency for Healthcare Quality and Research (AHRQ), Indian Health 
Service (INS), Substance Abuse and Mental Health Services Administration (SAMHSA), Health 
Resources and Services Administration (HRSA), and Centers for Medicare and Medicaid Services 
(CMS). It is imperative that all these offices are funded at levels which are adequate for them to 
perform their assigned missions, and are sustainable so as to support needed changes in the long 
term. This is especially true for HRSA, which promotes an integrated approach to women’s health 
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across the lifespan and helps low income women access necessary health services. SAMHSA has taken 
a lead role promoting improvement in women’s mental health services and best-practices. The agency 
also devotes significant resources to assist the VA and DoD with mental health services and support 
for members of the armed services, their families and veterans. It is only through consistent funding 
that these offices, as well as the OWH are able to achieve their goals. 

We ask that the Committee Report reflect Congress’s support for these federal women’s health offices, 
and recommend that they are appropriately funded on a permanent basis to ensure that these 
programs can continue and be strengthened in the coming fiscal year. These offices do important 
work, both individually and in collaboration with other offices and federal agencies- to ensure that 
women receive the appropriate care and treatments in a variety of different areas. The budgets for these 
offices have been flat-lined in recent years, which results in effectively a net decrease due to inflation. 
Considering the impact of women’s health programs from OWH on the public, we urge Congress to 
provide an increase of $1 million for the HHS OWH, a total $34.7 million requested for FY2013. 

Centers for Disease Control and Prevention 

The CDC’s Office of Women’s Health (OWH) works to promote and protect the health, safety, and 
quality of life of women at every stage of life. SWHR supports the domestic and international work of 
the office. While SWHR is delighted that the CDC’s OWH is now codified in statue, we are concerned 
that proposed cuts to the CDC budget by the Administration will significantly jeopardize programs that 
benefit women, leaving them with even fewer options for sound clinical information. Research and 
clinical medicine are still catching up from decades of a male-centric focus, and when diseases strike 
women, there remains a paucity of basic knowledge on how diseases affect female biology, a lack of 
drugs that have been adequately tested in women. Now even fewer options for information through the 
many educational outreach programs of the CDC. 

The OWH within CDC plays a fundamental role in the agency; leading the CDC in the collaboration 
with other offices in CDC, HHS, and the State Department in the early development of the Global 
Health Initiative. In 2012, CDC OWH functioned with a budget of just $473,291 and routinely 
collaborates with other agencies to advance the knowledge and research into women’s health issues. In 
a time of limited budgetary dollars. Congress should invest in those offices that promote working in 
collaboration with other agencies, which shares much needed expertise while avoiding unnecessary 
duplication. SWHR recommends that Congress provide the CDC OWH with a 1.06%increase for 
FY2013, bringing their total to $478,000. 

Aeencv for Healthcare and Research Quality 

The Agency for Healthcare Research and Quality’s work serves as a catalyst for change by promoting 
the results of research findings and incorporating those findings into improvements in the delivery and 
financing of health care. Through AHRQ’s research projects, lives have been saved. For example, it 
was AHRQ who first discovered that women treated in emergency rooms are less likely to receive life- 
saving medication for a heart attack. AHRQ funded the development of two software tools, now 
standard features on hospital electrocardiograph machines, which have improved diagnostic accuracy 
and dramatically increased the timely use of “clot-dissolving” medications in women having heart 
attacks. As efforts to improve the quality of care, not just the quantity of care, progress, findings such 
as these coming out of AHRQ reveal where relatively modest investments can offer significant 
improvement to women’s health outcomes, as well as a better return on investment for scarce 
healthcare dollars. 
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While AHRQ has made great strides in women’s health research, the agency has always lacked the 
ftmding to truly revolutionize health care in America. Funds from the American Recovery and 
Reinvestment Act moved AHRQ in the right direction; however, those funds were never added to 
AHRQ’s base funding level. SWHR recommend Congress fund AHRQ at the President’s request for 
FY2013, with $334 million acting as AHRQ’s base discretionary funds. This investment ensures that 
adequate resources are available for high priority research, including women’s health care, sex- and 
gender-based analyses, and health disparities — ^valuable information that can help to better personalize 
treatments, lower overall medical spending, and improve outcomes for female and male patients 
nationwide. 

In conclusion, Mr. Chairman, we thank you and this Committee for its strong record of support for 
medical and health services research and its commitment to the health of the nation through its support 
of peer-reviewed research. We look forward to continuing to work with you to build a healthier future 
for all Americans. 
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Spina Biflda Association 

Written Testimony to the House LHHS Appropriations Subcommittee 
Regarding Fiscal Year 2013 Spina Bifida Related Funding 
George Sturm, SBA Chairman 
March 29, 2012 

Background and Overview 

On behalf of the estimated 166,000 individuals and their families who are affected by all forms of Spina 
Biflda - the nation’s most common, permanently disabling birth defect - Spina Bifida Association (SBA) 
appreciates the opportunity to submit public written testimony for the record regarding fiscal year (FY) 2013 
funding for the National Spina Bifida Program and other related Spina Bifida initiatives. SBA is a national 
voluntary health agency, working on behalf of people with Spina Bifida and their families through education, 
advocacy, research and service. SBA stands ready to work with Members of Congress and other stakeholders to 
ensure our nation mounts and sustains a comprehensive effort to reduce and prevent suffering from Spina Bifida. 

Spina Bifida, a neural tube defect (NTD), occurs when the spinal cord fails to close properly within the first 
few weeks of pregnancy and most often before the mother knows that she is pregnant. Over the course of the 
pregnancy - as the fetus grows - the spinal cord is exposed to the amniotic fluid, which increasingly becomes toxic. 
It is believed that the exposure of the spinal cord to the toxic amniotic fluid erodes the spine and results in Spina 
Biflda. There are varying forms of Spina Bifida occurring from mild - with little or no noticeable disability - to 
severe - with limited movement and function. In addition, within each different form of Spina Bifida the effects can 
vary widely. Unfortunately, the most severe form of Spina Bifida occurs in 96 percent of children bom with this 
birth defect. 

The result of this NTD is that most people with it suffer from a host of physical, psychological, and 
educational challenges - including paralysis, developmental delay, numerous surgeries, and living with a shunt in 
their skulls, which seeks to ameliorate their condition by helping to relieve cranial pressure associated with spinal 
fluid that does not flow properly. As we have testified previously, the good news is that after decades of poor 
prognoses and short life expectancy, children with Spina Bifida are now living into adulthood and increasingly into 
their advanced years. These gains in longevity, principally, are due to breakthroughs in research, combined with 
improvements generally in health care and treatment. However, with this extended life expectancy, our nation and 
people with Spina Biflda now face new challenges, such as transitioning from pediatric to adult health care 
providers, education, job training, independent living, health care for secondary conditions, and aging concerns. 
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among others. Individuals and families affected by Spina Bifida face many challenges - physical, emotional, and 
financial. Fortunately, with the creation of the National Spina Bifida Program in 2003, individuals and families 
affected by Spina Bifida now have a national resource that provides them with the support, information, and 
assistance they need and deserve. 

As is discussed below, the daily consumption of 400 micrograms of folic acid by women of childbearing 
age, prior to becoming pregnant and throughout the first trimester of pregnancy, can help reduce the incidence of 
Spina Bifida, by up to 70 percent. The Centers for Disease Control and Prevention (CDC) calculates that there are 
approximately 3,000 NTD births each year, of which an estimated 1,500 are Spina Bifida, and, as such, with the 
aging of the Spina Bifida population and a steady number of affected births annually, the nation must take additional 
steps to ensure that all individuals living with this complex birth defect can live full, healthy, and productive lives. 

Cost of Spina Bifida 

It is important to note that the lifetime costs associated with a typical case of Spina Bifida - including 
medical care, special education, therapy services, and loss of earnings - are as much as $1 million. The total 
societal cost of Spina Bifida is estimated to exceed $750 million per year, with just the Social Security 
Administration payments to individuals with Spina Bifida exceeding $82 million per year. Moreover, tens of 
millions of dollars are spent on medical care paid for by the Medicaid and Medicare programs. Efforts to reduce and 
prevent suffering from Spina Bifida will help to not only save money, but will also save - and improve - lives. 

Improving Oualitv-of-Life through the National Spina Bifida Program 

Since 2001, SBAhas worked with Members of Congress and staff at the CDC to help improve our nation’s 
efforts to prevent Spina Bifida and diminish suffering - and enhance quality-of-life - for those currently living with 
this condition. With appropriate, affordable, and high-quality medical, physical, and emotional care, most people 
bom with Spina Bifida will likely have a normal or near normal life expectancy. The CDC’s National Spina Bifida 
Program works on two critical levels - to reduce and prevent Spina Bifida incidence and morbidity and to improve 
quality-of-life for those living with Spina Bifida. 

The National Spina Bifida Program established the National Spina Bifida Resource Center housed at the 
SBA, which provides information and support to help ensure that individuals, families, and other caregivers, such as 
health professionals, have the most up-to-date information about effective interventions for the myriad primary and 
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secondary conditions associated with Spina Bifida. Among many other activities, the program helps individuals 
with Spina Bifida and their families learn how to treat and prevent secondary health problems, such as bladder and 
bowel control difficulties, learning disabilities, depression, latex allergies, obesity, skin breakdown, and social and 
sexual issues. Children with Spina Bifida often have learning disabilities and may have difficulty with paying 
attention, expressing or understanding language, and grasping reading and math. All of these problems can be 
treated or prevented, but only if those affected by Spina Bifida - and their caregivers - are property educated and 
given the skills and information they need to maintain the highest level of health and well-being possible. The 
National Spina Bifida Program’s secondary prevention activities represent a tangible quality-of-life difference to the 
estimated 166,000 individuals living with all forms of Spina Bifida, with the goal being living well with Spina 
Bifida. 

An important resource to better determine best clinical practices and the most cost effective treatments for 
Spina Bifida is the National Spina Bifida Registry, now in its third year. A total of 19 sites throughout the nation are 
collecting patient data, which supports the creation of quality measures and will assist in improving clinical research 
that will truly save lives, while also realizing a significant cost savings. 

SBA understands that the Congress and the nation face unprecedented budgetary challenges. However, the 
progress being made by the National Spina Bifida Program must be sustained to ensure that people with Spina 
Bifida - over the course of their lifespan - have the support and access to quality care they need and deserve. To 
that end, SBA respectfully urges the Subcommittee to Congress allocate $6.25 million in FY 2013 to the program, 
so it can continue and expand its current scope of work; further develop the National Spina Bifida Patient Registry; 
and sustain the National Spina Bifida Resource Center. Sustaining funding for the National Spina Bifida Program 
will help ensure that our nation continues to mount a comprehensive effort to prevent and reduce suffering from - 
and the costs of - Spina Bifida. 

Preventing Snina Bifida 

While the exact cause of Spina Bifida is unknown, over the last decade, medical research has confirmed a 
link between a woman’s folate level before pregnancy and the occurrence of Spina Bifida. Sixty-five million 
women of child-bearing age are at-risk of having a child bom with Spina Bifida. As mentioned above, the daily 
consumption of 400 micrograms of folic acid prior to becoming pregnant and throughout the first trimester of 


3 



742 


Spina Bifida Association 
FY 2013 Written Testimony Submitted to the 
House LHHS Appropriations Subcommittee 
March 29, 2012 

pregnancy can help reduce the incidence of Spina Bifida, by up to 70 percent. There are few public health 
challenges that our nation can tackle and conquer by nearly three-fourths in such a straightforward fashion. 
However, we must still be concerned with addressing the 30 percent of Spina Bifida cases that cannot be prevented 
by folic acid consumption, as well as ensuring that all women of childbearing age - particularly those most at-risk 
for a Spina Bifida pregnancy - consume adequate amounts of folic acid prior to becoming pregnant. 

Since 1968, the CDC has led the nation in monitoring birth defects and developmental disabilities, linking 
these health outcomes with maternal and/or environmental factors that increase risk, and identifying effective means 
of reducing such risks. The good news is that progress has been made in convincing women of the importance of 
folic acid consumption and the need to maintain a diet rich in folic acid. This public health success should be 
celebrated, but still too many women of childbearing age consume inadequate daily amounts of folic acid prior to 
becoming pregnant, and too many pregnancies are still affected by this devastating birth defect. The nation’s public 
education campaign around folic acid consumption must be enhanced and broadened to reach segments of the 
population that have yet to heed this call - such an investment will help ensure that as many cases of Spina Bifida 
can be prevented as possible. 

The goal is to increase awareness of the benefits of folic acid, particularly for those at elevated risk of 
having a baby with neural tube defects (those who have Spina Bifida themselves, or those who have already 
conceived a baby with Spina Bifida). With continued funding in FY 2013, CDC’s folic acid awareness activities 
could be expanded to reach the broader population in need of these public health education, health promotion, and 
disease prevention messages. SBA advocates that Congress provide adequate funding to CDC to allow for a 
targeted public health education and awareness focus on at-risk populations (e.g., Hispanic-Latino communities) and 
health professionals who can help disseminate information about the importance of folic acid consumption among 
women of childbearing age. 

In addition to a $6.25 million FY 2013 allocation for the National Spina Bifida Program, SBA urges the 
Subcommittee to provide $2.8 million for the CDC’s national folic acid education and promotion efforts to support 
the prevention of Spina Bifida and other NTD; $22.3 million to strengthen the CDC’s National Birth Defects 
Prevention Network; and $137.2 million to fund the National Center on Birth Defects and Developmental 
Disabilities. 
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March 29, 2012 

Sustain and Seize Spina Bifida Research OpportuHities 

Our nation has benefited immensely from our past federal investment in biomedical research at the NIH. 
SBA joins with other in the public health and research community in advocating that NIH receive increased funding 
in FY 2013. This funding will support applied and basic biomedical, psychosocial, educational, and rehabilitative 
research to improve the understanding of the etiology, prevention, cure and treatment of Spina Bifida and its related 
conditions. In addition, SBA respectfully requests that the Subcommittee include the following language in the 
report accompanying the FY 2013 LHHS appropriations measure: 

"The Committee encourages NIDDK, NICHD, and NINDS to smdy the causes and care of the 
neurogenic bladder in order to improve the quality of life of children and adults with Spina Bifida; 
to support research to address issues related to the treatment and management of Spina Bifida and 
associated secondary conditions, such as hydrocephalus; and to invest in understanding the myriad 
co-morbid conditions experienced by children with Spina Bifida, including those associated with 
both paralysis and developmental delay." 

Conclusion 

Please know that SBA stands ready to work with the Subcommittee and other Members of Congress to 
advance policies and programs that will reduce and prevent suffering from Spina Bifida. Again, we thank you for 
the opportunity to present our views regarding FY 2013 funding for programs that will improve the quality-of-life 
for the estimated 166,000 Americans and their families living with all forms of Spina Bifida. 
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Tri-Council for Nursing 

Testimony of the Tricouncil for Nursing Regarding the Fiscal Year 2013 Appropriations for the 
Title VIII Nursing Workforce Development Programs 
U.S. House of Representatives Subcommittee on Labor, Health and Human Services, Education 
and Related Agencies, 

Department of Health and Human Services 
March 29, 2012 

The Tri-Council for Nursing, comprising the American Association of Colleges of Nursing, the 
American Nurses Association, the American Organization of Nurse Executives, and the National 
League for Nursing, respectfully requests $251 million for the Nursing Workforce Development 
programs authorized under Title VIII of the Public Health Service Act (42 U.S.C. 296 et seq.) in 
fiscal year (FY) 2013. 

The Tri-Council is a long-standing nursing alliance focused on leadership and excellence in the 
nursing profession. As the nation looks towards restructuring the healthcare system by focusing on 
expanding access, decreasing cost, and improving quality, a significant investment must be made in 
strengthening the nursing workforce, a profession which the U.S. Bureau of Labor Statistics (BLS) 
projects a growth of 26 percent by 2020. 

Notwithstanding the economic challenges facing our nation today, the BLS projects there will be 
712,000 new nursing jobs created between 2010 and 2020. This workforce growth is expected to 
continue as the demand for nursing care in traditional acute care settings and the expansion of non- 
hospital settings such as home care and long-term care accelerates. The BLS projections further 


1 




745 


Tri-Council for Nursing 

explain the need for 495,500 replacements in the nursing workforce, bringing the total number of job 
openings for nurses due to growth and replacements to 1.2 million by 2020. 

As our nation regains its economic foothold, the Tri-Council urges the Subcommittee to focus on the 
larger context of building the nursing capacity needed to meet the increasing healthcare demands of 
our nation’s population. Starting on January 1, 201 1, Baby Boomers began turning 65 at the rate of 
10,000 a day. With them comes the increased demand for health care and services of an aging 
population, which will swell the pressure on the healthcare system, especially when coupled with 
near epidemic growth in childhood obesity, diabetes, and other chronic diseases experienced among 
our country’s populations. 

Moreover, the acute nurse faculty shortage is a primary reason why schools of nursing across the 
country turn away thousands of qualified applications each year. The demand for nurses and the 
faculty who educate them is a serious impediment to improving the health of America. Nurses 
continue to be the largest group of healthcare providers whose services are directly linked to quality 
and cost-effectiveness. The Tri-Council is grateful to the Subcommittee for its past commitment to 
Title VIII funding and respectfully asks for a continued long-term investment that will build the 
nursing workforce necessary to deliver the quality, affordable care envisioned in health reform. 

A Proven Solution: Nursing Workforce Development Programs 

ThelNursing Workforce Development programs, authorized under Title VIII of the Public Health 
Service Act (42 U.S.C. 296 et seq.), have helped build the supply and distribution of qualified nurses 
to meet our nation’s healthcare needs since 1964. Over the last 48 years, the original programs as 
well as newly added and expanded programs have addressed all aspects of supporting the 
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workforce — education, practice, retention, and recruitment. They have bolstered nursing education at 
all levels; from entry-level preparation through graduate study, and provide support for institutions 
that educate nurses for practice in rural and medically underserved communities. A description of 
the Title VIII programs and their impact are included below. 

■ Advanced Naming Education (ANE) Grants (Sec. 8 1 1 ) support the preparation of 
registered nurses (RNs) in master’s and doctoral nursing programs. The ANE grants help 
prepare our nation’s nurse practitioners, clinical nurse specialists, nurse midwives, nurse 
anesthetists, nurse educators, nurse administrators, nurses in executive practice, public 
health nurses, and other nursing specialists requiring advanced nursing education. In FY 
2010, these grants supported the education of 7,863 students. 

“ Advanced Education Naming Traineeships (AENT) assist graduate nursing students by 
providing full or partial reimbursement for the costs of tuition, books, program fees, and 
reasonable living expenses. Funding for the AENTs supports the education of future nurse 
practitioners, clinical nurse specialists, nurse midwives, nurse anesthetists, nurse educators, 
nurse administrators, public health nurses, and other nurse specialists requiring advanced 
education. 

■ Nume Anesthetist Traineeships (NAT) support the education of students in nurse 
anesthetist programs. In some states, certified registered nurse anesthetists are the sole 
anesthesia providers in almost 100% of rural hospitals. Much like the AEN Traineeships, the 
NAT provides full or partial support for the costs of tuition, books, program fees, and 
reasonable living expenses. 

• In FY 2010, the AEN Traineeship and the NAT supported 12,325 nursing students. 
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■ Nursing Workforce Diversity Grants (Sec. 821) prepare students from disadvantaged 
backgrounds to become nurses. This program awards grants and contract opportunities to 
schools of nursing for a variety of clinical training facilities to address nursing educational 
needs for not only disadvantaged students but also racial and ethnic minorities 
underrepresented in the nursing profession. In FY 2010, the program supported 10,361 
students. 

■ Nurse Education, Practice, Quality and Retention Grants (Sec. 831, and Sec. 831 A) help 
schools of nursing, academic health centers, nurse-managed health centers, state and local 
governments to strengthen nursing education programs. In FY 2010, this program supported 
4,860 undergraduate nursing students. 

■ Nurse Loan Repayment and Scholarship Program (Sec. 846, Title VIII, PHSA) provides 
grants to students that pay up to 85% of a student’s loan in return for at least 3 years of service 
in a designated health shortage area or in an accredited school of nursing. In FY 2010, the 
Nurse Loan Repayment and Scholarship Programs supported 1,304 nurses and nursing 
students. 

■ Nurse Faculty Loan Program (Sec. 846 A, Title VIII, PHSA) provides up to 85% of loan 
cancellation if the student agrees to a 4-year teaching commitment in a school of nursing. In 
FY 2010, these grants supported the education of 1,551 future nurse educators. 

■ Comprehensive Geriatric Grants (Sec. 855, Title VIII, PHSA provide support to nursing 
students specializing in care for the elderly. These grants may be used to educate RNs who 
will provide direct care to older Americans, develop and disseminate geriatric curriculum, 
prepare faculty members, and provide continuing education. 
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Our nation is faced with a growing healthcare crisis that must be addressed on many fronts. 
Nurses are an important part of the solution to the crisis of cost, burden of disease, and access to 
quality care. To meet this challenge, funding of proven federal programs such as Title VIII will 
help ease the demand for RNs. The Tricouncil respectfully requests your support of $25 1 
million for the Title VIII Nursing Workforce Development Programs in FY 2013. 


Respectfully, 

American Association of Colleges of Nursing 

Jane Kiischling DNS, RN, FAAN 
President 

Geraldine “Polly” Bednash, PhD, RN, FAAN 
Chief Executive Officer and Executive Director 

American Nurses Association 

Karen A. Daley, PhD, MPH, RN, FAAN 

President 

Marla J. Weston, PhD,RN 
Chief Executive Office 

American Organization of Nurse Executives 
Laura Caramanica, PhD, RN, CENP, FACHE 
President 

Pamela Thompson, MS, RN, FAAN 
Chief Executive Officer and Sr. Vice 

National League for Nursing 

Judith A. Halstead, PhD, RN, FAAN, ANEF 

President 

Beverly Malone, PhD, RN, FAAN 
Chief Executive Officer 

Submitted ou behalf of Tricouncil by 

Rose Gonzalez, PhD, RN 
Director, of Government Affairs, 

American Nurses Association 
Rose.gonzalez@ana.org 
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Tribal Education Departments Nationai Assembly 

Officers and Directors 2011/2012 

Quinton Roman Nose, Executive Director 
Greg Masten, Hoopa Valley Indian Tribe, President 
Larry Wheeler, Seneca Nation of Indians, Vice-President 
Gloria Sly, Cherokee Nation, Secretary 
Christie Bearheeis-Ricketts, Pueblo ofisleta, Treasurer 
Adrienne Thunder, Ho-Chunk Nation 
Gloria Dudley, Leech Lake Band of Ojibwe 
Norma Bixby, Northern Cheyenne Tribe 
Dayna Brave Eagle, Oglala Sioux Tribe 
Angeline Boulley, Sault Ste. Marie Tribe of Chippewa Indians 
Sally Brownfield, Squaxin Island Tribe 
Joe Davaios, Suquamish Tribe 
Patricia Whitefoot, Yakama Nation 


House Committee on Appropriations 
Subcommittee on Labor, Health and Human Services, 

Education, and Related Agencies 

Testimony Supporting Funding for Tribal Education Departments 
March 28, 2012 

The Tribal Education Departments National Assembly (TEDNA) is a national non-profit 
organization for tribal education departments/agencies (TEDs/TEAs). TEDNA respectfully 
requests $2 million for TEDs/TEAs in the Department of Education, National Activities Ihogram 
fiscal year 2013 appropriations bill. TEDs/TEAs are executive branch level agencies of tribal 
governments responsible for tribal education matters. There are an estimated 200 TEDs/TEAs 
located in 32 states that serve over 700,000 American Indian students from cradle-to-grave. 

Funding for TEDs/TEAs has been authorized through the U.S. Department of Education since 
1994. In the authorization. Congress envisions TEDs/TEAs facilitating tribal control over 
education; coordinating education programs; developing and enforcing tribal education codes, 
policies, and standards; and, providing support services and technical assistance to schools and 
programs. The No Child Left Behind Act retained the TED/TEA appropriations authorizations. 
The U.S. Department of Education authorization is located in Title VII, Section 7135 (20 U.S.C. 
Sec. 7455). 

In fiscal year 2012, for the first time since its authorization. Congress appropriated $2 million for 
TEDs/TEAs in the Department of Education in the Consolidated Appropriations Act of 2012. 
This modest amoimt of TED/TEA funding will have a significant impact on American Indian 
education. TEDNA is working with the Department of Education and TEDs/TEAs to distribute 
this funding in the upcoming months. TEDs/TEAs across the country are anxiously awaiting the 
distribution of this fimding to support tribal education initiatives. This same amount was requested 
in the President’s fiscal year 2013 budget proposal. Continued federal support of this vital program is 
essential in order to break the cycle of educational disparities between native and non-native students. 

.nJSTlFICATION FOR TED/TEA FUNDING 


In some states the high school dropout rate of American Indian students is over 50%. American 
Indian students drop out of high school at a higher rate and score lower on achievement tests 
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than any other racial/ethnic group. The national dropout rate of American Indian students is 
double that of their Caucasian peers. American Indian students also have the highest rates of 
absenteeism, suspension, and expulsion. American Indian 8th grade students are 18% more 
likely to read or perform in mathematics at a "below basic" level than their Caucasian peers. 

TEDs/TEAs are uniquely positioned to improve these statistics because they are located at the 
local level and as a result, are aware of the cultural, social, and economic conditions that affect 
American Indian students. Many TEDs/TEAs have seen successes already. For example, the 
Hoopa Valley Tribe of California TED operates a learning center that works with at risk 
students. The TED identifies K-12 students at risk, pairs the student with a mentor and develops 
a student learning plan. Students are tutored in target academic areas and coached in life skills. 
This program alone has improved student academic performance by two letter grades in core 
academic areas. Further, the Rosebud Sioux Tribe of South Dakota TED decreased the Tribe's 
dropout rate by 30% by operating tutoring services and afterschool math and reading programs. 
Tribes alone, however, carmot sustain and expand vital education programs. Federal support is 
needed to assist other tribes across the country in implementing similar programs. 

Currently most TEDs/TEAs operate on extremely small budgets provided annually by tribal 
funds. They may receive limited federal funding for contract, grant, and program administration. 
Tribal funding, if any, may be earmarked to meet critical immediate needs such as scholarships 
or provide student clothing and school supplies. This means that TEDs/TEAs do not have funds 
for operational expenses and staff to conduct education research and planning, or to develop 
tribal education initiatives and materials like truancy programs and curricula. These are the core 
areas of education that tribes need to impact in order to "change the numbers" and close the 
reported achievement gaps. Tribes will continue to annually fund TEDs/TEAs, but they need 
federal financial support to move beyond administering scholarships and supplemental education 
contracts and grants, and to be involved directly in the core areas of education. 

The requested $2 million for TED/TEA appropriations will improve American Indian academic 
success by providing funding for TEDs/TEAs to directly influence the education of native 
students, as well as further develop tribal education codes and policies, coordinate federal 
education programs with the states, as well as develop programs to increase graduation rates, 
post-secondary school readiness, and develop electronic data regarding American Indian 
students. 

TEDNA respectfully requests your support in providing $2,000,000 for TEDs/TEAs in the 
Department of Education in the Labor, HHS, Education, and Related Agencies fiscal year 2013 
appropriations bill. 
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UBOR, HEALTH, AND HUMAN SERVICES APPROPRIATIONS SUB-COMMITTEE 
WRITTEN TESTIMONY 
March 28, 2012 

My name is Margaret Zientek, Co-Chair P.L. 102-477 Tribal Work Group (P.L. 102-477 TWG), a Tribal 
Representative on the P.L. 102-477 Administrative Flexibility Workgroup (AFWG), and Assistant Director 
of the Citizen Potawatomi Nation Employment & Training Program. As Co-Chair for P.L. 102-477 Tribal 
Work Group and a representative of the Citizen Potawatomi Nation, I wish to present this written 
testimony. 

The P.L. 102-477 TWG Executive Committee (myself, Carrie McMillian Co-Chair, Kim Carroll Secretary) 
and other key tribal representatives have participated in the AFWG. We appreciate the time and efftsrt 
the federal partners' staff and agencies representatives have played in participating in the weekly 
telephone conferences to date. 

Essential to Providing Effective Services: The Indian Employment, Training, and Related 

Services Demonstration Act of 1992, as amended by Public Law 106-568, the Omnibus Indian 
Advancement Act of 2000, is administered by the Office of Indian Energy & Economic Development in 
the Department of the Interior. This program provides a critical foundation for maximizing the 
effectiveness of the tribal employment, training, and related service programs. The law allows the 
consolidation of funding streams from the U.S. Departments of the Interior, Health, and Human 
Services, and Labor into a single employment and training program. The 477 Program provides flexibility 
to tribal entities to design a program to meet the needs of their respective communities and minimize 
the administrative redundancy by merging reporting requirements, while still adhering to the 
Government Performance Results Act’s stringent accountability standards. It Is a tribal decision which 
programs or combination of programs to combine within a P.L. 102-477 Plan. 

In FY2011, DOI-OIEED reports over 15,326 Adults, 13,348 Cash Assistance Recipients, and 12,401 youth 
were served nation-wide through P.L. 102-477 Programs. This translates to over 46% of the adults were 
on a Cash Assistance Program such as TANF or BIA-General Assistance at entry to the P.L. 102-477 
Program. Tribes target services to serve the most needy in order to reduce the strain on the Public 
Assistance Programs. The goal of every P.L. 102-477 Program is to enable our people to be self- 
sufficient. This is the national average. Some tribes report that the Cash Assistance Program percentage 
exceeds well over 50% of those they serve. 

In FY2011, Child care was provided to over 5,800 families through a P.L. 102-477 Program. Safe, secure, 
affordable, and dependable child care services are a priority for all tribal citizens. 

Citizen Potawatomi Nation 477 Program: The Citizen Potawatomi Nation (CPN) has participated in 

P.L. 102-477 since 1996. We have been able to achieve administrative savings and provide extended 
services to our participants as a direct result of the provisions contained in the Indian Employment, 
Training, and Related Services Demonstration Act of 1992, as amended by Public Law 106-568, the 
Omnibus Indian Advancement Act of 2000. In FY2011 the number served totaled 2449, with 446 
classified as adults, 123 as Cash Assistance Recipients, and 1880 as Youth. In FY2011, CPN also served 
1324 families with child care / development services. 

P.L. 102-477 Administrative Flexibility Work Group: Last year, the Tribes sought assistance 

from Appropriations Sub-Committees regarding two programmatic changes the agencies proposed to 
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the administration of the 477 Program that would significantly undermine its success: 1.) ending the 
practice of transferring 477 program funds to participating Tribes and Tribal organizations through PL 
93-638 contracts or Self-Governance agreements, as authorized by the Indian Self-Determination And 
Education Assistance Act (ISDEAA); and 2.) a new requirement that 477 Tribes and Tribal organizations 
report their 477 expenditures separately by funding source number for audit purposes. 

The Appropriation Sub-Committee has been very responsive to the Tribes' concerns and support of the 
477 program. The House/Senate Appropriations conferees on the Fy2012 Interior Appropriation bill 
instructed the federal agencies to engage in consultations with the 477 Tribes and Tribal Organizations 
to reach consensus on the transfer and reporting of funds administered by Tribes through program 
plans adopted by Tribes and approved by the Department of the Interior under the 477 program. 

The federal agencies and 477 Tribes agreed to try to resolve their differences over these issues, which 
led to the formation of the P.L. 102-477 Administrative Flexibility Work Group. This group has met 
weekly and included policy and program representatives from the Departments of the Interior (DOIj, 
which administers the 477 program. Health & Human Services (HHS), Department of Labor (DOL) and 
the Office of Management and Budget (0MB), as well as representatives from 10 affected Tribes and 
Tribal organizations. In the meantime, the agencies agreed to temporarily allow funds to continue to be 
transferred thru ISDEAA and have suspended the reporting requirements instituted in the March 2009 
0MB Circular and expanded in the June 2010 0MB Circular. The agencies and Tribes have moved toward 
consensus in some general areas: 

First, the agencies and Tribal representatives agree in principal that the 477 program is one provided for 
Tribes by virtue of their status as Indians. Its targeted purpose is to facilitate employment opportunities 
for Native Indian Youth and Adults, as well as to encourage Tribal self-sufficiency consistent with self- 
determination principles. The 477 program is structured so that Tribal program plans, as authorized 
under the 477 Act, are approved and administered by DOI, and thus can be funded through ISDEAA. 

Second, both sides have agreed in principal that the 477 Act authorizes Tribes to develop 477 program 
plans to integrate services and expenditures from various agency programs in a single, coordinated, 
comprehensive Tribal program plan with a single budget and a single annual report delivered to the DOI- 
OIEED. The current reporting system includes OMB-approved statistical, narrative, and financial 
reporting forms. The federal agencies have identified limited additional reporting information required 
by law but not currently reported in the consolidated reports provided annually to the DOI-OIEED and in 
some cases reduction in some of the information being reported. Discussion is on-going as to what, if 
any, additional information needs to be included in the statistical, narrative, and financial reports. 

In spite of this progress, it is has become clear that the agencies continue to question one of the 
fundamental purposes of the 477 program— to allow tribes and tribal organizations to reallocate their 
funds within their approved 477 program in order to address local issues and programmatic needs in the 
most effective manner possible. From the tribal perspective, giving this authority and responsibility to 
the tribes to meet their own needs is exactly the point and strength of the 477 program. It is precisely 
this flexibility that has allowed us to be so successful. In addition, the Tribal representatives have 
requested, but not received, written confirmation that the ISDEAA funding mechanism will continue 
without restriction and be available for new programs coming into the 477 program in the future. 

Finally, the Tribes continue to request that the 2009 0MB Circular A-133 be permanently suspended or 
rescinded. 
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Given this disagreement of a fundamental principle of 477, we urge the sub-committee to remain 
involved in this issue and supportive of the 477 program. Specifically, we request that the subcommittee 
include Section 430 in the current appropriation bill. In addition to the language in Section 430 
addressing the funding and reporting issues, we recommend that the following language be added to 
further clarify the intent of the 477 program: 

(3) all funds transferred under an approved Public Law 102-477 plan may be reallocated and rebudgeted 
by the Indian tribe or tribal organization to best meet the employment, training, and related needs of 
the local community served by the Indian tribe or tribal organization. 

Conclusion: We are grateful for your subcommittee's interest in and support for the 477 program. 

This program is essential to our ability to meet the needs of our people in innovative and efficient ways 
that allow us to provide wrap-around services designed on a model of integration and interoperability. 
The Tribal Work Group representatives remain concerned that, in the absence of specific legislative 
authorization as provided in Section 430, with the above addition, the spirit, the letter and the 
opportunities of the P.L. 102-477 law will be subject to changes in implementation from administration 
to administration. 

Thank you for this opportunity to address this issue. If you should have any questions, please contact me 
at 405-598-0797. 

Margaret Zientek, Co-Chair P.L. 102-477 Tribal Work Group, Assistant Director Citizen Potawatomi 
Nation Employment & Training Program. 
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▼ WWW.HEALTHYAMEItlCANS.Olia 

Written Testimony of Jeffrey Levi, PhD 
Executive Director, Trust for America’s Health 
House Appropriations Subcommittee on Labor, Health & Human Services, Education and 

Related Agencies 

My name is Jeff Levi, and I am Executive Director of Trust for America’s Health (TFAH), a 
nonprofit, nonpartisan organization dedicated to saving lives by protecting the health of every 
community and working to make disease prevention a national priority. I am grateful for the 
opportunity to submit testimony to the Subcommittee regarding funding for key public health 
programs. As you craft the FY2013 Labor, Health & Human Services, Education and Related 
Agencies (LHHS) appropriations bill, I urge you to include adequate funding for prevention and 
preparedness programs to promote America’s health. Moreover, as you work with the Department of 
Health and Human Services (HHS) to allocate fimding from the Prevention and Public Health Fund 
(Fund), I urge you to ensure that the Fund is invested in transformative programs that will modernize 
our public health system, lower health costs, and enable Americans to lead longer, healthier lives. 

Centers for Disease Control and Prevention fCDO 

TFAH is extremely concerned by the diminished funding proposed for the Centers for Disease 
Control and Prevention (CDC). The President’s FY2013 budget calls for a $664 million reduction in 
budget authority for CDC, which is an 1 1 ,7 percent cut from FY2012, and a $1 .4 billion cut since 
FY2010. These cuts will force the Agency to choose between vaccinating children against deadly, 
preventable illnesses, detecting foodbome outbreaks, and preventing death and injury from the next 
disaster. We urge you to restore base fimding to no less than last year’s level, or at least protect CDC 
from further cuts and focus our investment on cost-effective public health and prevention programs. 


March 27, 2012 
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The Prevention and Public Health Fund 

The Prevention and Public Health Fund is the only dedicated funding for prevention and 
public health in U.S. history. Despite the cut contained in the Middle Class Tax Relief and Job 
Creation Act, the Fund will still provide an additional $12.5 billion over the next 10 years (FY2013 
to FY2022) to enable communities in every state to invest in effective, proven prevention efforts. 

To date, the Fund has Invested $2.25 billion since FY2010 to support state and local public health 
efforts to transform and revitalize communities, build epidemiology and laboratory capacity to 
track and respond to disease outbreaks, train the nation’s public health and health workforce, 
prevent the spread of HIV/AIDS, expand access to vaccines, reduce tobacco use, and help control 
the obesity epidemic. 

The Fund was intended to supplement, not supplant, existing investments with the first-ever, 
reliable national funding stream for public health, while creating jobs, bending the health care cost 
curve, and prioritizing disease prevention. The Fund gives Congress the authority to direct the 
investment, while at the same time guaranteeing an ongoing commitment to prevention 
unprecedented in today’s “sick care” system. Eliminating the Fund, or using a substantial portion of 
it to supplant existing discretionary dollars, would be an enormous step backwards in our progress on 
cost containment, public health modernization, and wellness promotion. We urge the Committee to 
protect the Fund and ensure it is implemented in a manner that will reduce health care costs and help 
create a long-term path to a healthier and economically sound America. 

Community Transformation Grants 

Chronic diseases are responsible for 75 percent of health care costs in the United States, and 
the causes are often environmental, social, or economic and not addressed by the clinical care system. 
The Community Transformation Grants (CTG) program, administered by the Centers for Disease 
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Control and Prevention, implements and evrduates evidence-based community preventive health 
activities to reduce chronic disease and address health disparities. The program focuses on 
iimovative, cross-cutting approaches to reducing the risks that affect health. The program aligns with 
the National Prevention Strategy by funding multi-sector coalitions to make healthy living easier and 
more affordable where people work, live, learn, play, and exercise. 

We recommend the Committee allocate $250 million for the CTG program in FY2013, 
which will permit CDC to continue funding the current grantees and fund additional communities to 
broaden the scope and success of the program to reach millions more Americans. Grants will be used 
for both community prevention capacity building and investing in targeted interventions to reduce the 
prevalence of the leading causes of death, associated risk factors, and health disparities. 

National Center for Chronic Disease Prevention and Health Promotion 

Starting in 201 1, CDC awarded coordinated chronic disease state grants to all 50 states to 
begin to build a core capacity to address common risk factors and implement comprehensive 
strategies for promoting health. CDC recently concluded its first round of meetings with regional 
grantees and many states are already reporting considerable progress in their efforts to reorganize and 
achieve progress towards this new approach. TFAH recommends a funding level of $42 million 
for the Coordinated Chronic Disease State Grants for FY201 3, which will permit CDC to 
continue to support all slates in their efforts to coordinate and integrate chronic disease funding and 
activities. The president’s proposal to consolidate budget lines for the Center is another approach 
that could further aid coordination of national and state chronic disease activities. 

National Center for Environmental Health (TVCEH) 

Since 2002, the mission of the National Environmental Public Health Tracking Network has 
been to provide information that communities can use to improve their health; the information will 
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come from a nationwide network that brings together health and environmental data. The program 
currently operates in 23 states and one city. TFAH recommends S43 million for the National 
Environmental Public Health Tracking Network to expand the program to link environmental and 
health data to identify problems and effective solutions that will reduce the burden of chronic disease. 
This level of funding would enable CDC to fund at least five additional grantees. An additional $5 
million over the FY2012 level would enable the program to add at least three states to the existing 
network. However, the current level of funding is not sufficient to fill the health and environmental 
data gap that is preventing oiu full understanding of how our health is affected by the environment. 
Pandemic Influenza 

The 201 1 HlNl flu outbreak demonstrated how rapidly a new strain of flu can emerge and 
spread around the world. In 201 1, CDC confirmed reports from several states of the first human-to- 
human transmission of a novel H3N2v influenza virus, illustrating how quickly the virus can mutate 
and spread. Funding for research, prevention, and response cannot simply be provided after a 
pandemic emerges. TFAH recommends $160 million for CDC’s seasonal and pandemic 
influenza program, equivalent to the FY2012 allocation, to ensure preparedness for this deadly 
infectious disease. In FY2013, CDC will use the funding to continue to protect the public against 
seasonal flu, track the H3N2 variant, monitor changes in the deadly H5N1 virus, work to reduce 
ongoing racial and ethnic disparities in adult vaccine demand, and plan for deploying new advances 
in vaccine formulations and diagnostics. 

Public Health Emergency Preparedness 

The State & Local Preparedness & Response Capability program at the Centers for Disease 
Control and Prevention is the only federal program that supports the work of health departments to 
prepare for and respond to all types of disasters, including bioterror attacks, natural disasters, and 
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ififectious disease outbreaks. The centerpiece of the program is the Public Health Emergency 
Preparedness (PHEP) Cooperative Agreements. PHEP grants support 15 core public health 
capabilities identified by CDC, including in the areas of biosurveillance, community resilience, 
countermeasures and mitigation, incident management, information management, and surge 
management. These capabilities are tiered so that grantees can identify their areas of greatest need 
and target their plans and resources accordingly. 

TFAH recommends providing $761.1 million for State and Local Preparedness and 
Response Capability, equivalent to the FY2010 allocation. Recent and proposed cuts mean that our 
nation may be less prepared than it was just a few years ago, including the potential loss of as many 
as 1,500 highly-trained frontline public health preparedness workers, reducing the number of high- 
level laboratories, defunding academic and research centers, and eroding training, exercise, planning, 
epidemiology, and surveillance capacity. Preparedness is dependent on maintaining a well-trained 
public health workforce, and inconsistent funding results in serious gaps in our ability to respond to 
new health threats. 

Conclusion 

Investing in disease prevention is the most effective, common-sense way to improve health. 
Hundreds of billions of dollars are spent each year via Medicare, Medicaid, and other federal health 
care programs to pay for health care services once patients develop an acute illness, injury, or chronic 
disease and present for treatment in our health care system. A sustained and sufEcient level of 
investment in public health and prevention efforts is essential to reduce high rates of disease and 
improve health in the United States. Mr. Chairman, thank you again for the opportunity to submit 
testimony on the urgent need to enhance federal funding for public health programs which can save 
countless lives and protect our communities and our nation. 
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The Prevention Research Center at Tulane University respectfully submits this written 
testimony for the record to the House Appropriations Subcommittee on Labor, Health and 
Human Services, Education and Related Agencies. As part of an institution that is on the 
forefront of improving public health, Tulane's Prevention Research Center (PRC) respectfully 
requests that the members of the Subcommittee support $27.9 million for the Centers for 
Disease Control and Prevention's (CDC) PRCs program for Fiscal Year 2013. 


Funding for CDC's PRC program has established an important network of academic research 
centers across the United States that have helped lead the fight against some of the nation's 
most pressing public health challenges and chronic diseases. At Tulane's PRC we are 
conducting timely and valuable research to address the obesity epidemic and helping policy 
makers shape healthier communities. 
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Prevention Research Centers: Healthier Communities Together 

Addressing the nation's pressing health needs is at the core of the Prevention Research Centers 
(PRC) Program, a network of 37 centers associated with schools of public health or medicine. 
Selected by the Centers for Disease Control and Prevention (CDC), the PRCs are academic 
research institutions that work with health departments, education boards, and the private 
sector to form long-term relationships that lead to collaborative research, policy work, and 
health promotion. 

The PRCs are focused on developing practical health promotion and disease prevention 
strategies that can bring cost and health benefits to communities and families. For every $1 
received from the CDC's core PRC program funds in 2010, the PRCs generated an average of 
$5.38 of additional research funds. The Prevention Research Centers network is a framework 
for public health professionals, researchers, and community members to share resources and 
best practices for successful health promotion. 

Together, the PRCs reach 31.3 million people in 103 partner communities. Each PRC works 
closely with its community members to establish health priorities and develop applicable 
research projects, policies, and programs that fit local needs. In establishing these 
collaborations, the PRCs are seen as experts in their fields and are often tapped by community 
partners and public agencies to provide objective research and results-based 
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recommendations. In 2010, the PRCs trained nearly 9,500 people, including community agency 
representatives, public health students, and state and local public health employees. 

Prevention Research Center at Tulane University 

While each PRC's focus varies, the Prevention Research Center at Tulane University (Tulane 
PRC) is among half of the PRCs that conduct research related to obesity prevention. Founded in 
1998, the Tulane PRC seeks to impact the obesity epidemic by focusing on healthy eating and 
active living. For example, Tulane PRC research has shown that adding neighborhood facilities 
conducive to physical activity increases the percentage of residents engaged in moderate to 
vigorous exercise. Beginning in the spring of 2007, the Tulane PRC has regularly researched the 
New Orleans food environment to determine who has access to healthy food and who does 
not, as well as what factors influence their access. 

In addition to research, the Tulane PRC has provided technical assistance to support and create 
numerous policies. Its faculty and staff have served on more than a dozen different standing or 
ad hoc committees that influence the health of the neighborhood environment in New Orleans 
and Louisiana. Tulane PRC data on food stores in New Orleans was used in the creation of the 
city's Fresh Food Retailers Initiative, a $14 million loan program for stores opening or increasing 
their fresh food offerings in underserved areas of the city. On the state level, the PRC has 
worked with public health groups to pass key pieces of legislation, such as establishing a 
framework for a financing program for stores and farmers markets to sell fresh fruits and 
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vegetables to low-income communities in Louisiana {Act 252 in the 2009 Regular Session). The 
Tulane PRC has contributed to additional successful state legislation that allows schools to open 
their playgrounds after hours for safe, public recreation (HB 358 in the 2011 Regular Session) 
and that provides space in state-owned buildings for mothers to breastfeed, a key action in the 
prevention of childhood obesity (HB 313 in the 2011 Regular Session). 

Working in the New Orleans community, the Tulane PRC helped install a playground at Drew 
Elementary School, create a walking path in the St. Roch neighborhood, and start a walking 
group in the Upper 9th Ward's Bunny Friend neighborhood. The Tulane PRC also regularly 
places public health graduate students in internships with community partners. Along with 
ongoing support from Tulane PRC staff, these internships provide needed expertise to local and 
state partners, such as public health institutions, government offices, and community-based 
organizations. In 2011, the PRC placed 11 students in 7 community partner groups. 

"With everyone we've worked with at the PRC, there's just reaily an understanding of 
partnership. Everyone has been so fiexibie and open to working in the community and not 
imposing some outside way of working, really listening to what we're trying to do and then 
contributing a professional high-quality analysis to bridge the youth voice with policy in the 
school reform world." Rachel Lee, business manager and program director at Kids Rethink New 
Orleans Schools, a youth-based group that creates an annual school-food report card and 
evaluates its programs with help from the Tulane PRC staff and practicum interns. 
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"It's great having that kind of support as a smaller grassroots organization. We can work with a 
graduate student who has a career-specific interest in working in this area. So there's a level of 
understanding the mission, the purpose of the work." Rashida Ferdinand, founder and 
executive director of Sankofa Community Development Corporation, a community- 
empowerment organization based in New Orleans' Upper and Lower Ninth Ward. 

"[The internship program] is one of the most public things the PRC does." Jamie Wine, executive 
director of Bike Easy, a bike advocacy group that was tapped to create a bike-parking report for 
the New Orleans Department of Public Works. "{The program] realiy helped us expand our 
capacity. We're not set up to do a study on anything really... From beginning to end, [the 
student] owned that project. " 

The Tulane PRC continues to partner with community and public health agencies, train 
professionals for the field, advocate for supportive health legislation, and make an impact on 
the environment and health of New Orleans. By fulfilling this mission, the Tulane PRC directly 
contributes to the research, resources and expertise that can only be found in the PRC network. 
Thank you for your consideration of our testimony on behalf of the Prevention Research Center 
at Tulane University. 
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SUMMARY OF FISCAL YEAR 2013 RECOMMENDATIONS; 

1) TITLE VH HEALTH PROFESSIONS TRAINING PROGRAMS: 

• $24,602 MILLION FOR THE MINORITY CENTERS OF EXCELLENCE. 

• $22,133 MILLION FOR THE HEALTH CAREERS OPPORTUNITY 
PROGRAM. 

2) INCREASED SUPPORT FOR THE NATIONAL INSTITUTES OF HEALTH’S 
NATIONAL INSTITUTE ON MINORITY HEALTH AND HEALTH 
DISPARITIES. 

3) SUPPORT FOR RESEARCH INFRASTRUCTURE AT THE NATIONAL INSTITUTES 
OF HE ALTH. 

• PROPORTIONAL FUNDING FOR RESEARCH CENTERS FOR 
MINORITY INSTITUTIONS. 

• PROPORTIONAL FUNDING FOR THE NATIOANL INSTITUTE ON 
MINORITY HEALTH AND HEALTH DISPARITIES. 

4) $65 MILLION FOR THE DEPARTMENT OF HEALTH AND HUMAN 
SERVICES’ OFFICE OF MINORITY HEALTH. 

5) $65 MILLION FOR THE DEPARTMENT OF EDUCATION’S 
STRENGTHENING HISTORICALLY BLACK GRADUATE INSTITUTIONS 
PROGRAM. 
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Mr. Chairman and members of the subcommittee, thank you for the opportimity to present my 
views before you today. I am Dr, Tsegaye Habtemariam, dean of the College of Veterinary 
Medicine, Nursing, and Allied Health at Tuskegee University. The mission (purpose) of 
Research and Advanced Studies at the College of Veterinary Medicine, Nursing & Allied Health 
(CVMNAH) is to transform trainees into ambassadors of the Tuskegee tradition to benefit Man 
and animals. Such a tradition is honed in the "one medicine-one health" concept that for decades 
has guided our academic mission, to expand biosciences and create bridges between veterinary 
medicine, agricultural and food sciences on one side and human health and welfare on the other. 

Mr. Chairman, I speak for our institutions, when I say that the minority health professions 
institutions and the Title VII Health Professionals Training programs address a critical national 
need. Persistent and severe staffing shortages exist in a number of the health professions, and 
chronic shortages exist for all of the health professions in our nation’s most medically 
underserved communities. Furthermore, even after the landmark passage of health reform, it is 
important to note that our nation’s health professions workforce does not accurately reflect the 
racial composition of our population. For example while blacks represent approximately 15% of 
the U.S. population, only 2-3% of the nation’s health professions workforce is black. Mr. 
Chairman, I would like to share with you how your committee can help Tuskegee continue our 
efforts to help provide quality health professionals and close our nation’s health disparity gap. 

There is a well established link between health disparities and a lack of access to competent 
healthcare in medically underserved areas. As a result, it is imperative that the federal 
government continue its commitment to minority health profession institutions and minority 
health professional training programs to continue to produce healthcare professionals committed 
to addressing this unmet need — even in austere financial times. 

An October 2006 study by the Health Resources and Services Administration (HRSA) — during 
the Bush Administration — entitled “The Rationale for Diversity in the Health Professions: A 
Review of the Evidence” found that minority health professionals serve minority and other 
medically underserved populations at higher rates than non-minority professionals. The report 
also showed that; minority populations tend to receive better care from practitioners who 
represent their own race or ethnicity, and non-English speaking patients experience better care, 
greater comprehension, and greater likelihood of keeping follow-up appointments when they see 
a practitioner who speaks their language. Studies have also demonstrated that when 
minorities are trained in minority health profession institutions, they are significantly more 
likely to: 1) serve in rural and urban medically underserved areas, 2) provide care for 
minorities and 3) treat low-income patients. 

As you are aware. Title VII Health Professions Training programs are focused on improving the 
quality, geographic distribution and diversity of the healthcare workforce in order to continue 
eliminating disparities in our nation’s healthcare system. These programs provide training for 
students to practice in underserved areas, cultivate interactions with faculty role models who 
serve in underserved areas, and provide placement and recruitment services to encourage 
students to work in these areas. Health professionals who spend part of their training providing 
care for the underserved are up to 10 times more likely to practice in underserved areas after 
graduation or program completion. 
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In FY13, fimding for the Title VII Health Professions Training programs must be robust, 
especially the funding for the Minority Centers of Excellence (COEs) and Health Careers 
Opportunity Program (HCOPs). In addition, the funding for the National Institutes of Health 
(NIH)’s National Institute on Minority Health and Health Disparities (NIMHD), as well as the 
Department of Health and Human Services (HHS)’s Office of Minority Health (OMH), should 
be preserved. 

Minority Centers of Excellence: COEs focus on improving student recruitment and 
performance, improving curricula in cultural competence, facilitating research on minority health 
issues and training students to provide health services to minority individuals. COEs were first 
established in recognition of the contribution made by four historically black health professions 
institutions to the training of minorities in the health professions. Congress later went on to 
authorize the establishment of “Hispanic”, “Native American” and “Other” Historically black 
COEs. For FYI3, / recommend a funding level of $24,602 million for COEs. 

Health Careers Opportunity Program (HCOP): HCOPs provide grants for minority and non- 
minority health profession institutions to support pipeline, preparatory and recruiting activities 
that encourage minority and economically disadvantaged students to pursue careers in the health 
professions. Many HCOPs partner with colleges, high schools, and even elementary schools in 
order to identify and nurture promising students who demonstrate that they have the talent and 
potential to become a health professional. For FY13, 1 recommend a funding level of $22,133 
million for HCOPs. 

NATIONAL INSTITUTES OF HEALTH 

Research Centers at Minority Institutions: The Research Centers at Minority Institutions 
program (RCMI), newly moved to the National Institute on Minority Health and Health 
Disparities has a long and distinguished record of helping our institutions develop the research 
infrastructure necessary to be leaders in the area of health disparities research. Although NIH has 
received unprecedented budget increases in recent years, funding for the RCMI program has not 
increased by the same rate. Therefore, the funding for this important program grow at the 
same rate as NIH overall in FY13. 

National Institute on Minority Health and Health Disparities: The National Institute on 
Minority Health and Health Disparities (NIMHD) is charged with addressing the longstanding 
health status gap between minority and nonminority populations. The NIMHD helps health 
professions institutions to narrow the health status gap by improving research capabilities 
through the continued development of faculty, labs, and other learning resources. The NIMHD 
also supports biomedical research focused on eliminating health disparities and develops a 
comprehensive plan for research on minority health at the NIH. Furthermore, the NIMHD 
provides financial support to health professions institutions that have a history and mission of 
serving minority and medically underserved conununities through its Centers of Excellence 
program. For FY13, 1 recommend funded increases proportional with the funding of the 
overall NIH, with increased FTEs. 


DEPARTMENT OF HEALTH AND HUMAN SERVICES 



767 


Office of Minority Health: Specific programs at OMH include: assisting medically 
imderserved communities with the greatest need in solving health disparities and attracting and 
retaining health professionals; assisting minority institutions in acquiring real property to expand 
their campuses and increase their capacity to train minorities for medical careers; supporting 
conferences for high school and undergraduate students to interest them in health careers, and 
supporting cooperative agreements with minority institutions for the purpose of strengthening 
their capacity to train more minorities in the health professions. 

The OMH has the potential to play a critical role in addressing health disparities. For FY13, 1 
recommend a funding level of $65 million for the OMH. 

DEPARTMENT OF EDUCATION 

Strengthening Historically Black Graduate Institutions: The Department of Education’s 
Strengthening Historically Black Graduate Institutions (HBGI) program (Title III, Part B, 

Section 326) is extremely important to AMHPS. The funding from this program is used to 
enhance educational capabilities, establish and strengthen program development offices, initiate 
endowment campaigns, and support numerous other institutional development activities. In 
FY13, an appropriation of S65 million is suggested to continue the vital support that this 
program provides to historically black graduate institutions. 

Mr. Chairman, please allow me to express my appreciation to you and the members of this 
subcommittee. With your continued help and support, AMHPS’ member institutions and the 
Title VII Health Professions Training programs and the historically black health professions 
schools can help this country to overcome health disparities. Congress must be careful not to 
eliminate, paralyze or stifle the institutions and programs that have been proven to work. 
CVMNAH seeks to close the ever widening hedth disparity gap. If this subcommittee will give 
us the tools, we will continue to work towards the goal of eliminating that disparity everyday. 

Thank you, Mr. Chairman, and 1 welcome every opportunity to answer questions for your 
records. 
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Statement by United for Medical Research on 
FY 2013 Appropriations for the National Institutes of Health 
submitted for the record to the 

Subcommittee on Labor, Health and Human Services, Education and Related Agencies 

Committee on Appropriations 
United States House of Representatives 

United for Medical Research (UMR) represents leading research institutions, patient and health 
advocates and private industry who have joined together to seek steady increases in federal 
funding for the National Institutes of Health (NIH). We appreciate the opportunity to express our 
strong support for continuing our nation’s commitment to biomedical research, so that we may 
remain the world leader in the life sciences. UMR recognizes that this is a time of difficult 
choices and fiscal constraint. However, we urge Congress to ensure NIH remains a priority, as an 
economic driver, an irreplaceable federal funder of basic research, and the source for 
extraordinary improvements in our health, longevity, and quality of life. 

NIH Research is Critical to Private Sector Innovation 

A steady stream of medical advances, from new drugs and devices to improved diagnostics and 
cutting edge technologies, are founded in federally funded research discoveries. The biomedical 
research pipeline is a seamless partnership between the 325,000 scientists funded by NIH, 
performing research at 3,000 institutions in all fifty states, and the private sector, which provides 
the products to support research discovery and brings research breakthroughs to fruition and into 
the marketplace. As MacroGenics CEO, Scott Koenig recently testified before this 
subcommittee, “The NIH is the nation’s premier biomedical research agency and there is no 
private sector alternative for much of the basic research that NIH supports.” 
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As a key player in the iimovation ecosystem, NIH funds the highest-quality science and trains the 
next generation of medical researchers, ensuring that the pipeline of knowledge and talent does 
not run dry. The private sector’s ability to maintain the rate of medical advancements, create and 
sustain high-wage jobs, and spur nationwide and regional economic activity depends on a 
sustained commitment to NIH. 

Unfortunately, in recent years, we have seen that commitment wane, and after a decade of 
budgets that have failed to keep pace with biomedical inflation, NIH’s loss of purchasing power 
now approaches 20 percent. BD CEO, Edward Ludwig put it well on a recent interview on Fox 
News, “One of the scariest things I’ve heard is that with all of the concern about debt, we are 
beginning to deinvest in the National Institutes of Health.” He continued, “The U.S. is a beacon 
of innovation in medical technology and pharmaceuticals - the best in the world. If we stop 
feeding the basic research, through cuts in NIH, that’s a big problem.” 

NIH as an Economic Engine 

Earlier this month, UMR released an update to our 201 1 report on the economic impact of NIH’s 
extramural research funding, “yin Economic Engine: NIH Research, Employment, and the Future 
of the Medical Innovation Sector. ” The new data shows that NIH funding directly and indirectly 
supported more than 432,000 jobs in 201 1 alone and generated more than $62.1 billion in new 
economic activity. Using the Department of Commerce’s RIMS II model, the analysis detailed 
the output and employment effects of 201 1 NIH extramural research funding by state, calculating 
the number of jobs supported in each state by NIH funding. NIH funding generated the greatest 
number of jobs in California (63,196), Massachusetts (34,598), New York (33,193), Texas 
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(25,878) and Maryland (24,557) and also supported more than 10,000 jobs in each of the 
following states: Pennsylvania, North Carolina, Washington, Illinois, Ohio, Florida, Michigan 
and Georgia. 

This new data clearly reiterates NIH’s vital role in fueling economic growth in the health and life 
sciences industry. However, it also showed that the lack of sustained investment in the agency is 
beginning to have an impact. The decrease in NIH funding between 2010 and 2011, which was 
in part attributable to the end of supplementary funding by the American Recovery and 
Reinvestment Act, forecasted a decrease of approximately 55,000 jobs. This imderscores the 
urgent need to re-energize our support of biomedical research and this critical job sector by 
providing NIH with increased funding to counteract inflation. 

NIH Provides Hope to Millions 

Although its importance to the nation’s economy is remarkable, we must not forget NIH’s 
primary mission: to improve the health of the nation. NIH has been tremendously successful in 
improving human health and its accomplishments are numerous and well documented: a nearly 
70 percent reduction in the death rate for coronary heart disease and stroke; advances in HIV/AIDS 
treatment that put an AIDS-ffee future within reach; nearly 1 million lives saves due to decreases in 
cancer death rates over the past decade; and steady increases in life expectancy. Moreover, as our 
understanding of the human genome grows at an exponential rate, we have entered an era of 
personalized medicine where intervention on an individualized level is beginning to generate story 
after story of children and adults whose lives have been saved through cutting-edge research 
advances. These human stories of triumph over disease and scientific opportunity serve to provide 
hope to millions of patients whose diseases and conditions are still waiting for the next generation of 


treatment or cure. 
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Looming Threats: Global Competition and Sequestration 

In an interview with the Wall Street Journal, John Lechleiter, the CEO and chairman Eli Lilly & 
Co. said, “I believe this will be the biomedical century. . . There's no better investment that we 
can make than in biomedical research and in our health. This is not something that we're trying 
to steal away from someone else... America leads the world.” Indeed, Congress’ wisdom in 
investing federal dollars in NIH has yielded phenomenal dividends and made the U.S. the 
undisputed world leader in life science innovation. 

But that ascendancy is increasingly threatened as other nations follow in our footsteps to fuel 
their own biomedical research enterprises, even as we take a step back. China, India, the 
European Union, and Russia have all declared their intentions to increase their research 
investment, despite the fiscal challenges presented by the global economy. “Europe and Japan 
are working to close the gap, while China, India, and Singapore have made impressive 
strides. . .These efforts are part of larger economic development plans that increasingly focus on 
cultivating biomedical innovation for its economic contributions and high-wage jobs,” warns a 
201 1 report by the Milken Institute. NIH Director Francis Collins has testified about the Beijing 
Genomics Institute (BGI) genomic sequencing center in Shenzhen, China, stating that, “The 
capacity of that one Chinese institution now surpasses the combined capacity of all genome 
sequencing centers in the United States." Losing our competitive edge in biomedical research is a 
clear and present danger to the crucial economic contributions of our life sciences innovation 


ecosystem. 
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Another looming threat is the potential sequester in current law via the Budget Control Act. This 
week, UMR projected the negative impact of the looming budget sequestration on our nation’s 
critical life sciences sector, should Congress fail to prevent the automatic, across-the-board 
spending cuts. A 7.8 percent cut in funding for research supported by the NIH, the percentage cut 
calculated by the Congressional Budget Office, would result in 30,000 fewer jobs across the U.S. 
and a $4.5 billion decrease in economic activity. Dr. Collins testified that a sequester would 
result in the loss of 2,300 grants and described the impact as “devastating.” 

The CBO’s estimates are considered conservative, and other estimates calculate the sequester’s 
impact on NIH could be greater than 9 percent. Cuts of this magnitude would jeopardize high- 
quality jobs in the life sciences sector, as well as the economic activity those jobs generate, and 
result in a massive step backwards for biomedical research, dashing the hopes of patients and 
their families. UMR urges Congress to prevent any across-the-board cuts which would harm 
NIH’s ability to fund the best science, train the next generation of researcher, and feed the 
innovation ecosystem in life sciences. 

NIH Should Remain a U.S. Priority 

At this critical moment in our nation’s history, sustained investments in biosciences through the 
only federal agency specifically designed for this purpose — NIH — make more sense than ever. 
For our economy, for our position as a world leader, for the health of our citizens, UMR 
respectfully requests Congress continue to capitalize on scientific opportunity through renewed 
commitment to NIH funding. 
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UNITED TRIBES TECHNICAL COLLEGE 
3315 University Drive 
Bismarck, North Dakota 58504 
701-255-3285 

David M. Gipp, President ( dmgipD@aol.com) 

FY 2013 Department of Education Appropriations: 

Carl Perkins Act (T Hbally Controlled Postsecondary Career and Technical Institutions); 

Higher Education Act (Title III); Pell Grants 

Submitted to the House Labor-HHS-Education Appropriations Subcommittee 

March 16, 2012 

For 43 years. United Tribes Technical College (UTTC) has provided postsecondary 
career and technical education, job training and family services to some of the most 
impoverished, high risk Indian students from throughout the nation. We are governed by the five 
tribes located wholly or in part in North Dakota. We are not part of the North Dakota state 
college system and do not have a tax base or state-appropriated funds on which to rely. We have 
consistently had excellent retention and placement rates and are a fully accredited institution. 
Section 117 Carl Perkins Act funds represent about half of our operating budget and provide for 
our core instructional programs. The request of the UTTC Board for FY 2013 is as follows: 

• $10 million for base funding authorized under Section 1 1 7 of the Carl Perkins Act for the 
Tribally Controlled Postsecondary Career and Technical Institutions program (20 U.S.C. 
Section 2327). This is $1.8 million above the FY 2012 level and the President's request. 
These funds are awarded competitively and are distributed via formula. 

• $30 million as requested by the Administration and the American Indian Higher 
Education Consortium for Title III-A (Section 316) of the Higher Education Act 
(Strengthening Institutions program), This is $5 million over FY 2012 enacted. 

• Maintain Pell Grants at the $5, 635 maximum award level 

• Support the proposed Community College to Career Fund. 
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SOME IMPORTANT FACTS ABOUT UNITED TRIBES TECHNICAL COLLEGE. We have: 

• A dedication to providing an educational setting that takes a holistic approach toward the 
foil spectrum of student needs - educational, cultural, and necessary life skills. 

• Renewed unrestricted accreditation from the North Central Association of Colleges and 
Schools for the period July 201 1 through 2021, including authority to offer all of our foil 
programs on-line. 

• Services including a Child Development Center, family literacy program, wellness 
center, area transportation, K-8 elementary school, tutoring, counseling and housing. 

• A semester completion rate of 82%. 

• A graduate placement rate of 83% (placement into jobs and higher education). 

• A projected return on federal investment of 20-1 (2005 study). 

• Over 30% of our graduates move on to four-year or advanced degree institutions. 

• A current student body from 63 tribes who come mostly from high poverty, high 
unemployment tribal nations in the Great Plains; many students have dependents. 

• 76% of undergraduate students receive Pell Grants. 

• 21 two-year degree programs, twelve year certificates, and three bachelor degree 
programs (Elementary Education; Business Administration; and Criminal Justice). 

• An expanding curricula to meet job-training needs for growing fields including law 
enforcement and health information technology. We have new short-term training 
programs for welding technology (in particular demand in ND because of the oil boom), 
electrical, energy auditing, and Geographic Information System technology. 

• A dual-enrollment program targeting junior and senior high school students, providing 
them an introduction to college life and offering high school and college credits. 

• A critical role in the regional economy. Our presence brings at least $34 million annually 
to the economy of the Bismarck region. We have a workforce of 360 people. 
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• An award-winning annual powwow which last year had participants from 60+ tribes and 
international indigenous dance groups, drawing over 10,000 spectators. 

FUNDING REQUESTS 

Section 117 Perkins Base Funding. Funds requested under Section 117 of the Perkins 
Act above the FY 2012 level are needed to: 1) maintain 100 year-old education buildings and 50 
year-old housing stock for students; 2) upgrade technology capabilities; 3) provide adequate 
salaries for faculty and staff (who have not received a cost of living increase for the past year and 
who are in the bottom quartile of salary for comparable positions elsewhere); and 4) fund 
program and curriculum improvements. 

Perkins funds are central to the viability of our core postsecondary educational programs. 
Very little of the other funds we receive may be used for core career and technical educational 
programs; they are competitive, often one-time supplemental funds which help us provide the 
services our students need to be successful. Our Perkins funding provides a base level of 
support (about 46% of our core operating budget) while allowing the college to compete for 
desperately needed discretionary funds leading to additional resources annually for the college’s 
programs and support services. 

Title III-A (Section 316) Strengthening Institutions. Among the Title III-A statutorily 
allowable uses is facility construction and maintenance. We are constantly in need of additional 
student housing, including family housing. We would like to educate more students but lack of 
housing has at times limited the admission of new students. With the completion this year of a 
new Science, Math and Technology building on our South Campus on land acquired with a 
private grant, we urgently need housing for up to 150 students, many of whom have families. 
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While we have constracted three housing facilities using a variety of sources in the past 20 
years, approximately 50 percent of students are housed in the 1 OO-year-old buildings of what was 
Fort Abraham Lincoln, as well as housing that was donated by the federal government along 
with the land and Fort buildings in 1973. These buildings require major rehabilitation. New 
buildings are actually cheaper rehabilitating the old buildings that now house students. 

Pell Grants. We support maintaining the Pell Grant maximum to at least a level of $5,635. 
This resource makes all the difference in whether most of our students can attend college. 

Community College to Career Fund . We support the proposed Community College to Career 
Fund, and understand that tribally chartered colleges will be eligible applicants. UTTC is ready 
with training - campus-based and on-line - to help meet the needs of high-demand businesses. 

CtOVERNMENT accountability OFFICE REPORT 

As you know, the Government Accountability Office (GAO) in March of 201 1 issued two 
reports regarding federal programs which may have similar or overlapping services or objectives 
(GAO-1 1-318SP of March 1 and GAO-1 1-474R of March 18). Funding from the Bureau of 
Indian Education (BIE) and the Perkins Act for Tribally Controlled Postsecondary Career and 
Technical Institutions were among the programs listed in the supplemental report of March 18, 
201 1. The GAO did not recommend defunding these or other programs; in some cases 
consolidation or better coordination of programs was recommended to save administrative costs. 
We are not in disagreement about possible consolidation or coordination of the administration of 
these funding sources so long as funds are not reduced. 
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Perkins fimds represent about 46 percent of UTTC’s core operating budget. These funds 
supplement, but do not duplicate, the BIE funds. It takes both sources of funding to frugally 
maintain the institution. Even these combined sources do not provide the resources necessary to 
operate and maintain the college. Therefore, UTTC actively seeks alternative funding to assist 
with curricula, deferred maintenance, and scholarship assistance, among other things 

We reiterate that UTTC and other tribally-chartered colleges are not part of state 
educational systems and do not receive state-appropriated general operational funds for their 
Indian students. The need for postsecondary career and technical education in Indian Country is 
so great and the funding so small, that there is little chance for duplicative funding. 

There are only two institutions targeting American Indian/Alaska Native career and 
technical education and training at the postsecondary level — ^United Tribes Technical College 
and Navajo Technical College. Combined, these institutions received less than $15 million in 
FY 2012 federal operational funds ($8 million from Perkins; $7 million from the BIE). That is a 
very modest amount for two campus-based institutions which offer a broad (and expanding) 
array of training opportunities. 

UTTC offers services that are catered to the needs of our students, many of whom are 
first generation college attendees and many of whom come to us needing remedial education and 
services. Our students disproportionately possess more high risk characteristics than other 
student populations. We also provide services for the children and dependents of our students. 
Although BIE and Section 117 funds do not pay for remedial education services, we make this 
investment through other sources to ensure our students succeed at the postsecondary level. 


Thank you for your consideration of our requests. 
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Testimony Regarding the FY 2013 National Institutes of Health Budget Request 
Submitted March 29, 2012 to the 

Subcommittee on Labor, Health and Human Services, and Education 
U.S. House Committee on Appropriations by 
Thomas C. Skalak, Vice President for Research 
University of Virginia 

This testimony is submitted for the record on behalf of the University of Virginia, a non-profit 
public institution of higher education located in Charlottesville, VA. The University sustains the 
ideal of developing, through education, leaders who are well-prepared to help shape the future 
of the nation. In fiscal year (FY) 2011 the University received research awards totaling over 
$338 million from ail sources (federal and state agencies, industry and private foundations). Of 
this amount, $241 million, or 71 percent, came from federal grants and contracts. 

As Vice President for Research and on behalf of UVa, I urge the Committee to support $32 
billion for the National Institutes of Health (NIH) in fiscal year (FY) 2013. We are aware of the 
difficult budgetary decisions facing Congress and the Administration in the coming years, yet 
federal investments in scientific and engineering research remain critical to spurring innovation, 
driving the economy, and developing the knowledge and technologies to tackle current and 
future health challenges. According to the Science Coalition, more than half of our economic 
growth in the United States since World War II can be traced to science-driven technological 
innovation. The platform for this innovation has been scientific and engineering research 
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conducted at universities and supported by the federal government through agencies such as 
NIH, 


Ground-breaking discoveries to better diagnose and treat debilitating human diseases and 
improve the health and quality of life of our citizens would not be possible without the 
foundational work of basic research. Universities conduct most of the basic research in this 
country and NIH is the critical funder of basic biomedical research. NIH continues to be the 
largest source of federal research funding at UVa, providing over $144 million in competitive 
grants to researchers at UVa in FY 2011 alone. Funding from NIH has allowed faculty and 
students at UVa to conduct ground-breaking research to transform our understanding of and 
develop new treatments for diabetes, asthma, cardiovascular disease, and Alzheimer's disease, 
among many other conditions, while also furthering our fundamental knowledge of biology, 
health, and development from childhood to old age. 

Considering the tight budget conditions that the Country faces, it is imperative to make 
strategic investments in critical areas of science and biomedical research that will produce 
technological innovation and societal benefit. For example, continued support for the National 
Institute of Biomedical Imaging and Bioengineering (NIBIB) is critical to advancing the next 
generation of technologies that can be used to address a myriad of health challenges. 
Researchers at UVa are already making substantial advances on a wide array of new 
technologies for applications such as molecular imaging and tissue engineering. 
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NIH is also at the forefront of efforts to ensure that basic research is transformed into products 
and knowledge that improve everyday life and power our innovation economy. UVa 
appreciates NIH's commitment to funding programs that support commercialization such as the 
new National Center for Advancing Translational Sciences (NCATS). UVa also urges support for 
a newly created pilot program to fund proof-of-concept research that will enable universities 
to more effectively commercialize new technologies and propel the creation of successful 
small businesses. Modeled after the Coulter Process and authorized in the Small Business 
Innovation Research (SBIR) and the Small Business Technical Transfer (STTR) Reauthorization 
Act of 2011, the program will allow NIH to award competitive grants of up to $1 million to 
universities and other research institutions, which then would award grants to investigators for 
activities such as prototype development, market research, or developing an intellectual 
property strategy and/or business development plan. We look forward to seeing how NIH will 
implement this new program and urge Congress to encourage NIH to support proof-of-concept 
funds to advance commercialization. 

At UVa we are devoting significant institutional resources to the process of bringing discoveries 
to the marketplace and have experienced considerable success. For instance, UVa and the 
Coulter Foundation have recently teamed to create the UVa Coulter Translational Research 
Partnership to foster collaborations between clinicians and biomedical engineers at UVa in 
order to advance translational research which will result in new technologies to improve 
patient care and human health. An independent audit has shown that our proof-of-concept 
funds have led to a 7:1 return on investment after five years and a 42:1 return on investment 
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for the top ten percent of portfolio projects. We attribute UVa's success in proof-of-concept 
research to the now nationally well-known Coulter process, involving a very diverse review 
board, in-person final review sessions, milestone-driven projects, quarterly reporting that is 
simple yet effective in re-directing projects, the "will to kill" projects or re-direct funds if 
insurmountable obstacles occur, and excellent networking to the venture capital and private 
sector. The kev differentiators of this process as we employ it at UVa versus most prior proof- 
of-concept funding mechanisms is the in-person diligence on the involved people and ideas, 
dedicated project manager, the diverse composition of the board, the urgency of quarterly 
reviews, and will to re-direct funds as results emerge. 

Conclusion 

I would like to thank the Committee for your support of biomedical research in these tough 
budgetary times. While we understand that funding is greatly constrained, I hope that you will 
choose to support a strategic increase for the National Institutes of Health to spur innovation, 
strengthen our technology and economic base, train the next generation of scientists and 
engineers, and improve our health. Further investment in discovery science and 
commercialization will help create the new discoveries and technologies needed for long-term 
economic growth. 

I thank you for your consideration of these important issues. 
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Written Testimony for the Labor, Health and Human Services, Education, and related Agencies. 
Submitted: Dan Benge, Ph.D., Director, Upward Bound and Talent Search, MSU-Billings 

As a project director of thirteen years for two TRiO programs in Montana, Upward 
Bound and Talent Search, I have cut services to students because of ten years level funding and 
the 3% reduction this past year to the programs. Many of the allowable and permissible services 
authorized by congress in the legislation that guides these programs has been eliminated or 
lessened in my programs. The program I was hired to direct thirteen years ago is not the same 
program I run today. 

I understand the need to reduce and set priorities to address the national debt. As a project 
director I set priorities every year to determine the most important services to meet our grant 
expectations and the needs of the students that are vrithin the provided budget. The issue that I 
have is that I see new initiatives being created within the Department of Education that takes 
away valuable resources to existing and proven programs like TRiO, IDEA, and Title 1. 

Since I have been the project director I have done as much as possible to retain the 
summer academic component of Upward Bound. I believe my program is creative and 
innovative. We use a theme based teaching approach to show students the connection between 
academic disciplines and how they are used in real world enviromnents. We introduce students 
to various careers and professionals who show students how what they are learning in the 
classroom is applied to their industries. We tour two year and four year college campuses that 
have academic programs that support the careers and industries that are learned in the classroom. 
We show the students how team work, collaboration, acceptance of diversity, problem solving 
are all relevant in the classroom and in their chosen career. Students look forward to the summer 
program because the learning environment is different than a typical school environment. 
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Some argue that the cost to run an Upward Bound program is too much. It isn’t when you 
compare it to the cost of housing a youth in a detention or rehabilitation center. When you look 
at the outcomes of Upward Bound at a national level, the return on the investment is solid. 
Students from low income/first generation households are entering postsecondary education at 
the same rate as someone from a high income family with a parent with a four year degree. 

With flat and reduced funding I have had to do the following to retain the integrity of the 
summer component: 

• Academic year stipends have been eliminated to maintain a meaningful summer program. 

• After school tutoring has been eliminated. We now have homework time with staff in 
schools and students who need a tutor are referred to their teacher or an in school 
program. In extreme cases we do offer students tutoring at our universities tutoring 
center. 

• We are reducing the number of students to participate in the summer program because of 
increased cost of room and board, teacher salaries, transportation, etc. 

• Bridge students do not get to live on campus during the summer unless they are from a 
target school 60 miles away. We provide meals to ensure they are getting a proper meal 
to perform. 

• Academic year college tours have been reduced. The two largest universities are 140 
miles and 320 miles away respectively, from our host campus. The one trip we make is a 
shared cost with Talent Search, if there is money for the travel expenses. 

• Summer work study opportunities will be eliminated because of the lack of resources to 
support this program. 
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• Staff has been blended with Talent Search so the one-on-one time in the target schools 
has lessened. 

• Admission to cultural activities during the academic year has nearly been eliminated. 

We had to implement many of these cost savings over the past five years. These changes 

impact our Saturday College Program, tutoring, cultural and community service involvement. 
The program that I inherited 13 years ago is not the same because of diminished resources. The 
budget I have to run my Upward Bound project is at the same level it was in 2002. However my 
costs to run the program are not at 2002 levels. Room and board, summer faculty, residence hall 
staff, academic field trips, transportation, etc., all have a cost. Those costs have not decreased in 
13 years they have gone up. Health insurance alone has risen 275%. My budget from 2000 to 
201 1 has risen less than 10%. I have also had to make significant changes in the Talent Search 
programs. 

The TRiO programs are innovative and have a forty five year history of being the leader in 
college access and retention. Noel/Levitz, college and university recruitment and retention 
specialists, have completed a two year evaluation of our university. One of the first questions 
they asked our administrators is “Do you have TRiO programs?” and “Are you emulating then- 
work?’ Outside consultants view TRiO as leaders in student access and retention! 

Instead of throwing money at new initiatives and managing the Department of Education like 
a foundation, reinvest in programs that have direct impact on displaced workers, military 
veterans, low income, first generation and disabled students. There are government programs 
that do make a difference in the lives of people and help them move from poverty to the working 
middle class. TRiO can help break the cycle of welfare and poverty through education and 
training and help our country regain the lead in the global economy. 
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STATEMENT OF JANET LONG 
EXECUTIVE VICE PRESIDENT 
US HEREDITARY ANGIOEDEMA ASSOCIATION 
SEVEN WATERFRONT PLAZA 
500 ALA MOANA BLVD., SUITE 400 
HONOLULU, HI 96813 
(866) 798-5598, JANETLONG@HAEA.ORG 

REGARDING FISCAL YEAR 2013 APPROPRIATIONS 
FOR THE CENTERS FOR DISEASE CONTROL AND PREVENTION AND THE 
NATIONAL INSTITUTES OF HEALTH 

SUBMITTED TO THE HOUSE COMMITTEE ON APPROPRIATIONS; 

SUBCOMMITTEE ON LABOR, HEALTH AND HUMAN SERVICES, 
EDUCATION, AND RELATED AGENCIES 

MARCH 29, 2012 

Thank you for the opportunity to present the views of the US Hereditary Angioedema 
Association (US HAEA) regarding the importance of Hereditary Angioedema (HAE) public 
awareness activities and research. 

The US HAEA is a non-profit patient advocacy organization founded in 1999 to help 
those suffering with HAE and their families to live healthy lives. The Association’s goals were, 
and remain, to provide patient support, advance HAE research and find a cure. The US HAEA 
provides patient services that include referrals to HAE knowledgeable health care providers, 
disease information and peer-to-peer support. US HAEA also provides research funding to 
scientific investigators to increase the HAE knowledge base and maintains an HAE patient 
registry to support ground-breaking research efforts. Additionally, US HAEA provides disease 
information materials and hosts forums to educate patients and their families, health care 
providers, and the general public on HAE. 
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HAE is a rare and potentially life-threatening inherited disease with symptoms of severe, 
recurring, debilitating attacks of edema (swelling). HAE patients have a defect in the gene that 
controls a blood protein called Cl -inhibitor, so it is also more specifically referred to as Cl- 
inhibitor deficiency. This genetic defect results in production of either inadequate or 
nonfunctioning Cl -inhibitor protein. Because the defective Cl -inhibitor does not adequately 
perform its regulatory function, a biochemical imbalance can occur and produce an unwanted 
peptide — called bradykinin — that induces the capillaries to release fluids into surrounding 
tissues, thereby causing swelling. 

People with HAE experience attacks of severe swelling that affect various body parts 
including the hands, feet, face, airway (throat) and intestinal wall. Swelling of the throat is the 
most life-threatening aspect of HAE, because the airway can close and cause death by 
suffocation. Studies reveal that more than 50 percent of patients will experience at least one 
throat attack in their lifetime. 

HAE swelling is disfiguring, extremely painful and debilitating. Attacks of abdominal 
swelling involve severe and excruciating pain, vomiting, and diarrhea. Because abdominal 
attacks mimic a surgical emergency, approximately one third of patients with undiagnosed HAE 
undergo unnecessary surgery. Untreated, an average HAE attack lasts between 24 and 72 hours, 
but some attacks may last longer and be accompanied by prolonged fatigue. 

The majority of HAE patients experience their first attack during childhood or 
adolescence. Most attacks occur spontaneously with no apparent reason, but anxiety, stress, 
minor trauma, medical, surgical, and dental procedures, and illnesses such as colds and flu have 
been cited as common triggers. ACE Inhibitors (a blood pressure control medication) and 
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estrogen-derived medications (birth control pills and hormone replacement drugs) have also been 
shown to exacerbate HAE attacks. 

HAE’s genetic defect can be passed on in families. A child has a 50 percent chance of 
inheriting the disease from a parent with HAE. However, the absence of family history does not 
rule out the HAE diagnosis; scientists report that as many as 25 percent of HAE cases today 
result from patients who had a spontaneous mutation of the Cl -inhibitor gene at conception. 
These patients can also pass the defective gene to their offspring. Worldwide, it is estimated that 
this condition affects between 1 in 10,000 and 1 in 30,000 people. 

PUBLIC AWARENESS AT THE CENTERS FOR DISEASE CONTROL AND 
PREVENTION 

HAE patients often suffer for many years and may be subject to unnecessary medical 
procedures and surgery prior to receiving an accurate diagnosis. Raising awareness about HAE 
among healthcare providers and the general public will help reduce delays in diagnosis and limit 
the amount of time that patients must spend without treatment for a condition that could, at any 
moment, end their lives. 

Once diagnosed, many individuals are able to piece together a family history of 
mysterious deaths and episodes of swelling that previously had no name. In some families, over 
many years, this condition has come to be accepted as something that must simply be endured. 
Increased public awareness is crucial so that these patients understand that HAE often requires 
emergency treatment and disabling attacks no longer need to be passively accepted. While HAE 
cannot yet be cured, intelligent use of available treatments can help patients lead a productive 


life. 
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In order to prevent deaths, eliminate unnecessary surgeries, and improve patients ’ 
quality of life, it is critical that CDC pursue programs to educate the public and medical 
professionals about HAE in fiscal year 2013. 

RESEARCH THROUGH THE NATIONAL INSTITUTES OF HEALTH 

In years past, HAE research was conducted at the National Institutes of Health (NIH) 
through the National Institute of Allergy and Infectious Diseases, the National Institute of 
Neurological Disorders and Stroke, the National Heart Lung and Blood Institute, the National 
Institute of Child Health and Human Development, National Center for Research Resources, and 
the National Institute on Diabetes and Digestive and Kidney Diseases. However, NIH has not 
engaged in HAE-specific research since 2009, and there is no longer any federal research as it 
relates to HAE. 

As it may provide greater opportunities for HAE research, we applaud the recent 
establishment of the National Center for Advancing Translational Sciences (NCATS) at NIH. 
Housing translational research activities at a single Center at NIH will allow these programs to 
achieve new levels of success. Initiatives like the Cures Acceleration Network are critical to 
overhauling the translational research process and overcoming the challenges that plague 
treatment development. In addition, new efforts like taking the lead on drug repurposing have the 
potential to speed access to new treatments, particularly to patients who struggle with rare or 
neglected diseases. As a rare disease community, HAE patients may also benefit from the 
Therapeutics for Rare and Neglected Diseases (TRND) program, housed at NCATS, as well 
coordination with the Office of Rare Diseases Research (ORDR). We ask that you support 
NCATS and provide adequate resources for the Center in fiscal year 2013. 
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In order to reinvigorate HAE research at NIH, it is vital that NIH receive increased 
support in fiscal year 2013. US HAEA recommends an overall funding level of $32 billion for 
NIH in fiscal year 2013 and the inclusion of recommendations emphasizing the importance of 
HAE research to learn more about this rare disease and new pathways for appropriate 
treatment. 

Thank you for the opportunity to present the views of the HAE community. 
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U.S. Soccer Foundation 

Testimony to the House Appropriations Subcommittee on Labor, HHS, 

Education and Related Agencies 
By Ed Foster-Simeon, President and Chief Executive Officer 

1211 Connecticut Ave., NW, Suite 500, Washington, DC 20036, p: 202.872.9277, f; 202.872.6655 
efostersimeonisiussoccerfoundation.org. www.ussoccerfoundation.org 
U.S. Department of Health and Human Services Fiscal Year 2013 Budget 
Corporation for National and Community Service, Social Innovation Fund 
March 20. 2012 

Thank you Chairman Rehberg, Ranking Member DeLauro, and Members of the Subcommittee, 
for the opportunity to submit this testimony. I am Ed Foster-Simeon, the President and Chief Executive 
Officer of the U.S. Soccer Foundation. As Congress works on priorities for FY 2013 federal 
appropriations, I would like to respectfuiiy urge that the Subcommittee prioritize the Social Innovation 
Fund, an account in the federal Corporation for National and Community Service, which is under the 
Subcommittee’s jurisdiction. 

The U.S. Soccer Foundation, the Major Charitable Arm of Soccer in the United States, was 
established in 1994. Thanks to support from donors, our Corporate Partners, and countless youth 
development organizations, the Foundation has provided more than $55 million in grants, financiai 
support, and loans to help fund programs and projects in all 50 states. Thousands of individuals have 
benefited from the Foundation’s support, and the need continues to grow. 

The U.S. Soccer Foundation seeks to improve the health and well-being of children in urban 
economically disadvantaged areas using soccer as a vehicle for youth development and social change. 
Specifically, our goal is ensure that children in underserved communities have easy and affordable 
access to high quality out-of-school programs that improve health and social outcomes among this 
vulnerable population. We accomplish this through our innovative program: Soccer for Success, a free 
afterschooi sports-based youth development program designed to address such national priorities as 
childhood obesity and juvenile delinquency. I will discuss this program further in my testimony, after 
detailing the urgent needs we are working to address and the federal resource that provides 
tremendous support to these efforts. 
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There is a great need for the expansion of multi-faceted youth development programs across 
the United States. First, childhood obesity rates have increased sharply in the U.S, over the past 30 
years. Today, nearly one-third of children and adolescents are overweight or obese (White House Task 
Force on Childhood Obesity). The rate of childhood obesity is even more alarming among children 
growing up in economically disadvantaged communities. We can reverse this pattern by providing 
children with more opportunities to be physically active and by educating them on the importance of 
developing and maintaining active, healthy lifestyles. In many urban communities, however, there is a 
lack of suitable recreation facilities and organized programming. Our urban soccer programs provide 
inner-city children with safe havens to play, stay active, and engage with positive adult role models and 
mentors who help them develop important life skills. 

Secondly, additional resources must be dedicated to address the needs of America’s at-risk 
youth. The statistics are alarming. According to the U.S. Census Bureau’s 2012 Statistical Abstract, 
more than 1 .5 million juveniles were arrested in 2009, including more than 69,000 for a violent crime. 
As reported in the National Youth Gang Survey, more than 28,000 gangs were active in larger cities 
(55.6%), suburban counties (23.3%), smaller cities (18.3%) and rural counties (2.7%) among U.S. 
jurisdictions in 2009. According to the U.S. Department of Health and Human Services (HHS), at-risk 
youth across low-income urban communities not only have a higher chance of being obese, but are 
more likely than youth from middle or upper class families to join a gang, get in a fight or steal 
something over $50. 

Further, MENTOR/Nationai Mentoring Partnership estimates that 18 million young people - 
nearly half of the population between the ages of 10 and 18 - live in situations which put them at-risk of 
“not living up to their potential." They also identified a total of 3 million youth currently benefiting from a 
formal mentoring relationship. This leaves as many as 15 million American youth in want or need of 
mentors which comprise what MENTOR calls the “Mentoring Gap.” To meet this need and overcome 
one of the biggest barriers in the mentoring field, which is difficulty in mentor recruitment and retention, 
alternatives to the classic “one-to-one" mentoring model must be considered, utilized and leveraged. 
U.S. Soccer Foundation Testimony, President and CEO Ed Foster-Simeon Page 2 
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By leveraging Social Innovation Fund dollars, the U.S, Soccer Foundation is expanding its Soccer for 
Success program to address these national issues and reduce mentoring wait lists by utilizing a group 
mentoring model. 

According to the Corporation for National and Community Service, the Social Innovation Fund 
leverages a modest investment of public funds to significantly expand the most promising, evidence- 
based nonprofit programs sen/ing low-income communities. Each Social Innovation Fund dollar must 
be matched by at least three private and non-federal funders. The proposed $50 million investment will 
bring an additional $150 million to promising, locally-driven programs with evidence of compelling 
results - including the Foundation’s programs. 

The Social Innovation Fund program clearly has wide-ranging impact. Currently there are more 
than 200 organizations benefiting from the Social innovation Fund, operating in more than 100 cities in 
31 states and our nation’s capital. This national footprint will expand after all of the 201 1 sub-grants 
have been awarded. Under consistent and effective program evaluation, the Social Innovation Fund is 
an excellent example of the federal dollar being used to propagate best practices and ensure greatest 
impact. 

The U.S. Soccer Foundation is a 201 1 recipient of a $2 million, two-year Social Innovation 
Fund award that is enabling us to reach 12,000 children, 3 days a week, 24 weeks a year, through 
Soccer for Success - our sports-based after school youth development program. Soccer for Success 
is an evidence based program that promotes healthy lifestyles and works to reduce childhood obesity 
and juvenile delinquency rates among at-risk youth in underserved urban communities by providing 
exercise, nutritional education and mentoring by positive adult role models in a safe environment. 

The U.S. Soccer Foundation is matching the $2 million Social Innovation Fund award dollar for 
dollar. Each sub-grantee is matching their award dollar for dollar with private, non-federal dollars. The 
result is that each federal taxpayer dollar awarded Is being leveraged 3-to-1 . 
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The following is a list of the 13 community based organizations selected as Social Innovation Fund sub- 
grantees who will implement Soccer for Success in the upcoming school year. This list includes the 
number of children anticipated to be served: 


SiF Socxer for Success Oisanbalions 




dot 

Children 

Served 

Brotherhood Crusade 

Los Angeles 

CA 

$600,000 

1,600 

Boys & Girls Club of Camden County 

Camden 

NJ 

$200,000 

840 

Boys & Girls Club of Metro Atlanta 

Atlanta 

GA 

$200,000 

670 

Colorado Fusion Soccer Club 

Denver 

CO 

$300,000 

1125 

DC Scores 

Washington 

DC 

$220,000 

650 

El Monte CBI 

El Monte 

CA 

$270,000 

1080 

independent Health Foundation 

Buffalo 

NY 

$320,000 

700 

Think Detroit PAL 

Detroit 

Ml 

$300,000 

950 

Widener University 

Chester 

PA 

$230,000 

700 

Boys & Girls Club of Trenton 

Trenton 

NJ 

$200,000 

1000 

YMCA of Greater Dayton 

Dayton 

OH 

$320,000 

1000 

Houston Parks & Recreation Department 

Houston 

TX 

$240,000 

900 

Washington Youth Soccer Association 

Seattle 

WA 

$200,000 

800 

Total - , - ' .-3 . ' - $3,™,000 

12,015 


These 13 organizations demonstrated through a rigorous selection process the strong 
organizational capacity needed to manage the grant and implement the program. They serve the 
desired population - children growing up in economically disadvantaged urban communities - have the 
ability to match the funds awarded dollar for dollar, have an effective cost model for program 
implementation, and have strong partnerships and funding prospects for long-term sustainability. 
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Before I end, let me share with you a story about the impact youth development programs like 
Soccer for Success can have in addressing national priorities. Celeste Amaya, a ten-year old girl in our 
Los Angeles program, weighed 145 when she began our program. Soccer for Success' physical activity 
and nutritional lessons component has helped her drop nearly 16 lbs. “I eat the same food, but it was 
the amount of food,” she says, about cutting back on portion size. “A lot of the clothes [that I had 
outgrown] fit me now,” she shared. Celeste recently weighed in at 129 lbs. Soccer for Success has not 
only made a difference in Celeste’s life, but also has helped the entire family become more active. 
Celeste's mother says that when her daughter’s doctor warned her that her overweight child could 
develop diabetes, the whole family became determined to get in shape. “We do everything together,” 
says Mrs. Amaya. While her mom gets exercise by walking around the soccer field with some of the 
other parents, as part of Soccer for Success Los Angeles’ parent engagement component. Celeste's 
father helps the Soccer for Success mentors coach Celeste and the other children. Celeste’s little sister 
also participates in Soccer for Success. Due to the funding we received from the Social Innovation 
Fund, we will be able to leverage each federal dollar and continue making this type of impact, while 
changing the lives of more than 12,000 youth like Celeste. 

In conclusion, we respectfully ask you to support $70 million in funding for the Social Innovation 
Fund which is the level at which it is authorized in the Serve America Act. At a time when the Federal 
government seeks to leverage every taxpayer dollar to greatest effect, the Social Innovation Fund 
provides a critical mechanism for identifying innovative, cost-effective, evidence based programs like 
Soccer for Success - programs that make a real difference in lives of the nation’s most vulnerable 
children. Every child should have a chance to play, to be a teammate, to build self-confidence and to 
live a healthy and active life. Funding from the Social Innovation Fund helps to further this vision. 

Thank you once again for the opportunity to provide testimony to your Subcommittee in support 
of this important program. Your attention and assistance are greatly appreciated. 
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STATEMENT OF ROBERT RIGGS 
PRESIDENT 

SCLERODERMA FOUNDATION 
300 ROSEWOOD DRIVE, DANVERS, MA 01923 
(202)544-7499 MPILARCIK@HMCW.ORG 

REGARDING FISCAL YEAR 2013 APPROPRIATIONS 
FOR THE CENTERS FOR DISEASE CONTROL AND PREVENTION AND THE 
NATIONAL INSTITUTES OF HEALTH 

SUBMITTED TO THE HOUSE COMMITTEE ON APPROPRIATIONS; 
SUBCOMMITTEE ON LABOR, HEALTH AND HUMAN SERVICES, 
EDUCATION, AND RELATED AGENCIES - MARCH 29, 2012 


The members of the Scleroderma Foundation (SF) are pleased to submit this statement for the 
record recommending $32 billion in FY 2013 for the National Institutes of Health (NIH), and 
an increase for the National Institute of Arthritis and Musculoskeletal and Skin Diseases 
(NIAMS) concurrent with the overall increase to NIH. The Scleroderma Foundation also 
recommends encouraging the Centers for Disease Control and Prevention to partner with 
the scleroderma community in promoting increased awareness of scleroderma among the 
general public and health care providers. 


Statement of Cynthia Cervantes 
Huntington Park, California 
Scleroderma Foundation 

Mr. Chairman, I am Cynthia Cervantes, and I am 17 years old. I live in Southern 
California and in October 2006 1 was diagnosed with scleroderma. Scleroderma means “hard 
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skin” which is literally what scleroderma does and, in my case, also causes my internal organs to 
stiffen and contract. This is called diffuse scleroderma. It is a relatively rare disorder effecting 
only about 300,000 Americans. Just this year I was in the hospital for 4 weeks with intense pain, 
nausea, and dizziness. The doctors believe I had an unknown virus but could not control my 
symptoms. It was a very frightening time for my family and 1. 

About 7 years ago I began to experience sudden episodes of weakness, my body would 
ache and my vision was worsening, some days it was so bad I could barely get myself out of bed. 
I was taken to see a doctor after my feet became so swollen that calcium began to ooze out. It 
took the doctors months to figure out exactly what was wrong with me, because of how rare 
scleroderma is. 

There is no known cause for scleroderma, which affects three times as many women as 
men. Generally, women are diagnosed between the ages of 25 and 55, but some kids, like me, 
are affected earlier in life. There is no cure for scleroderma, but it is often treated with skin 
softening agents, anti-inflammatory medication, and exposure to heat. Sometimes a feeding tube 
must be used with a scleroderma patient because their internal organs contract to a point where 
they have extreme difficulty digesting food. 

The Scleroderma Foundation has been very helpful to me and my family. They have 
provided us with materials to educate my teachers and others about my disease. Also, the 
support groups the foundation helps organize are very helpful because they help show me that I 
can live a normal, healthy life, and how to approach those who are curious about why I wear 
gloves, even in hot weather. It really means a lot to me to be able to interact with other people in 
the same situation as me because it helps me feel less alone. 
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Mr. Chairman, because the causes of scleroderma are currently unknown and the disease 
is so rare, and we have a great deal to learn about it in order to be able to effectively treat it. I 
would like to ask you to please increase funding for the National Institute of Health so treatments 
can be found for other people like me who suffer from scleroderma. It would also be helpful to 
start a program at the Centers for Disease Control and Prevention to educate the public and 
physicians about scleroderma. 

OVERVIEW OF THE SCLERODERMA FOUNDATION 

The Scleroderma Foundation is a nonprofit organization based in Danvers, MA with a 
three-fold mission; support, education, emd research. The Foundation provides support for people 
living with scleroderma and their families through programs such as peer counseling, doctor 
referrals, and educational information, along with a toll-free telephone helpline for patients. 

The Foundation also provides education about the disease to patients, families, the 
medical community, and the general public through a variety of awareness programs at both the 
local and national levels. Over $1 million in peer-reviewed research grants are awarded annually 
to institutes and universities to stimulate progress in the search for a cause and cure for 
scleroderma. 

WHO GETS SCLERODERMA? 

There are many clues that define the susceptibility to develop scleroderma. A genetic 
basis for the disease has been suggested by the fact that it is more common among patients 
whose family members have other autoimmune diseases (such as lupus). In rare cases, 
scleroderma runs in families, although for the vast majority of patients there is no other family 
member affected. Some Native Americans and African Americans suffer a more severe form of 
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the disease Caucasians. Women between the ages of 25-55 are more likely to develop 
scleroderma. 

CAUSES OF SCLERODERMA 

The cause of scleroderma is unknown. However, we do understand a great deal about the 
biological processes involved. In localized scleroderma, the underlying problem is the 
overproduction of collagen (scar tissue) in the involved areas of skin. In systemic sclerosis, there 
are three processes at work: blood vessel abnormalities, fibrosis (which is overproduction of 
collagen) and irrumme system dysfunction, or autoimmunity. 

RESEARCH 

Scleroderma research at the NIH was funded at a level of $25 million in FY12. This is of 
great concern to scleroderma patients and families who view biomedical research as their best 
hope for an enhanced quality of life. It is also of great concern to our researchers who have 
promising ideas they would like to explore if resources were available. 

TYPES OF SCLERODERMA 

There are two main forms of scleroderma: systemic (systemic sclerosis, SSc) that usually 
affects the internal organs or internal systems of the body as well as the skin, and localized that 
affects a local area of skin either in patches (morphea) or in a line down an arm or leg (linear 
scleroderma), or as a line down the forehead (scleroderma en coup de sabre). It is very unusual 
for localized scleroderma to develop into the systemic form. 

Systemic Sclerosis (SSc) 

There are two major types of systemic sclerosis or SSc: limited cutaneous SSc and 
diffuse cutaneous SSc. In limited SSc, skin thickening only involves the hands and forearms, 
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lower legs and feet. In diffuse cutaneous disease, the hands, forearms, the upper arms, thighs, or 
trunk are affected. 

People with the diffuse form of SSc are at risk of developing pulmonary fibrosis (scar 
tissue in the lungs that interferes with breathing, also called interstitial lung disease), kidney 
disease, and bowel disease. The risk of extensive gut involvement, with slowing of the 
movement or motility of the stomach and bowel, is higher in those with diffuse rather than 
limited SSc. Symptoms include feeling bloated after eating, diarrhea or alternating diarrhea and 
constipation. 

Pulmonary Hypertension (PH) is high blood pressure in the blood vessels of the lungs. It 
is totally independent of the usual blood pressure that is taken in the arm. This tends to develop 
in patients vdth limited SSc after several years of disease. The most common symptom is 
shortness of breath on exertion. However, several tests need to be done to determine if PH is the 
real culprit. There are now many medications to treat PH. 

Localized Scleroderma 
Morphea 

Morphea consists of patches of thickened skin that can vary from half an inch to six 
inches or more in diameter. The patches can be lighter or darker than the surrounding skin and 
thus tend to stand out. Morphea, as well as the other forms of localized scleroderma, does not 
affect internal organs. 

Linear scleroderma 

Linear scleroderma consists of a line of thickened skin down an arm or leg on one side. 
The fatty layer under the skin can be lost, so the affected limb is thinner than the other one. In 
growing children, the affected aim or leg can be shorter than the other. 
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STATEMENT OF 
JANET HIESHETTER 
EXECUTIVE DIRECTOR 

DYSTONIA MEDICAL RESEARCH FOUNDATION 
ON BEHALF OF THE 

DYSTONIA MEDICAL RESEARCH FOUNDATION 
ONE EAST WACKER DRIVE, SUITE 2810 
CHICAGO, IL 60601 
312-755-0198 

REGARDING FISCAL YEAR 2013 APPROPRIATIONS FOR THE 
NATIONAL INSTITUTES OF HEALTH 

SUBMITTED TO THE 

HOUSE COMMITTEE ON APPROPRIATIONS 
SUBCOMMITTEE ON LABOR, HEALTH AND HUMAN SERVICES, EDUCATION, 
AND RELATED AGENCIES 

MARCH 29, 2012 

SUMMARY OF RECOMMENDATIONS FOR FISCAL YEAR 2013 : 

• $32 BILLION FOR THE NATIONAL INSTITUTES OF HEALTH (NIH) AND 
CONCURRENT PERCENTAGE INCREASES ACROSS ITS INSTITUTES AND 
CENTERS. 

• CONTINUE TO SUPPORT THE DYSTONIA COALITION WITHIN THE RARE 
DISEASE CLINICAL RESEARCH NETWORK (RDCRN) COORDINATED BY THE 
OFFICE OF RARE DISEASES RESEARCH (ORDR). 

• EXPAND DYSTONIA RESEARCH AT NIH THROUGH THE NATIONAL INSTITUTE 
ON NEUROLOGICAL DISORDERS AND STROKE (NINDS), THE NATIONAL 
INSTITUTE ON DEAFNESS AND OTHER COMMUNICATION DISORDERS (NIDCD), 
AND THE NATIONAL EYE INSTITUTE (NEI). 


Dystonia is a neurological movement disorder characterized by involuntary muscle 
spasms that cause the body to twist, repetitively jerk, and sustain postural deformities. Focal 
dystonia affects specific parts of the body, while generalized dystonia affects multiple parts of 
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the body at the same time. Some fonns of dystonia are genetic but dystonia can also be caused 
by injury or illness. Although dystonia is a chronic and progressive disease, it does not impact 
cognition, intelligence, or shorten a person’s life span. Conservative estimates indicate that 
between 300,000 and 500,000 individuals suffer from some form of dystonia in North America 
alone. Dystonia does not discriminate, affecting all demographic groups. There is no known cure 
for dystonia and treatment options remain limited. 

Although little is known regarding the causes and onset of dystonia, two therapies have 
been developed and proved particularly useful to control patients’ symptoms. Botulinum toxin 
(Botox/Myobloc) injections and deep brain stimulation (DBS) have shown var 3 lng degrees of 
success alleviating dystonia symptoms. Until a cure is discovered, the development of 
management therapies such as these remains vital, and more research is needed to fully 
understand the onset and progression of the disease in order to better treat patients. 

DYSTONIA RESEARCH AT THE NATIONAL INSTITUTES OF HEALTH INIHl 

Currently, dystonia research at NIH is conducted through the National Institutes on 
Neurological Disorders and Stroke (NINDS), the National Institute on Deafness and Other 
Communication Disorders (NIDCD), the National Eye Institute (NEI), and the Office of Rare 
Diseases Research (ORDR). 

ORDR coordinates the Rare Disease Clinical Research Network (RDCRN) which 
provides support for studies on the natural history, epidemiology, diagnosis, and treatment of 
rare diseases. RDCRN includes the Dystonia Coalition, a partnership between researchers, 
patients, and patient advocacy groups to advance the pace of clinical research on cervical 
dystonia, blepharospasm, spasmodic dysphonia, craniofacial dystonia, and limb dystonia. The 
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Dystonia Coalition has made tremendous progress in recruiting patients for clinical trials and 
fimding four promising studies that hold great hope for advancing understanding and treatment 
of primary focal dystonias. The DMRF ui^es the subcommittee to continue its support for 
the Dystonia Coalition within the Rare Disease Clinical Research Network at ORDR. 

The majority of dystonia research at NIH is conducted through NINDS. NINDS has 
utilized a number of funding mechanisms in recent years to study the causes and mechanisms of 
dystonia. These grants cover a wide range of research including the genetics and genomics of 
dystonia, the development of animal models of primary and secondary dystonia, molecular and 
cellular studies in inherited forms of dystonia, epidemiology studies, and brain imaging. The 
DMRF urges the subcommittee to support NINDS in conducting and expanding critical 
research on dystonia. 

NIDCD and NEI also support research on dystonia. NIDCD has funded many studies on 
brainstem systems and their role in spasmodic dysphonia. Spasmodic dysphonia is a form of 
focal dystonia which involves involuntary spasms of the vocal cords causing interruptions of 
speech and affecting voice quality. NEI focuses some of its resources on the study of 
blepharospasm. Blepharospasm is an abnormal, involuntary blinking of the eyelids which can 
cause blindness due to a patient’s inability to open their eyelids. DMRF encourages 
partnerships between NINDS, NIDCD and NEI to further dystonia research. 

In summary, the DMRF recommends the following for fiscal year 2013: 

• $32 billion for NIH and a proportional increase for its Institutes and Centers. 

• Continued support for the Dystonia Coalition within the Rare Diseases Clinical Research 


Network at ORDR. 
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• Increased portfolio of dystonia research at NIH through NINDS, NIDCD, NEI, and 
ORDR. 

THE DYSTONIA MEDICAL RESEARCH FOUNDATION fPMRFI 

The Dystonia Medical Research Foundation was founded over 30 years ago and has been 
a membership-driven organization since 1993. Since its inception, the goals of DMRF have 
remained to advance research for more effective treatments of dystonia and ultimately find a 
cure; to promote awareness and education; and support the needs and well being of affected 
Individuals and their families. 

Thank you for the opportunity to present the views of the dystonia community, we look 
forward to providing any additional information. 
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